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Abstract
Background: Advance care planning (ACP) can help with end-of-life goals-of-care
identification and timely hospice enrollment for individuals affected by dementia. Known
barriers to effective ACP include nurse knowledge and confidence deficits. Evidence from an
academic literature review suggests that providing dedicated ACP education can foster effective
nurse-led ACP conversations.
Objectives: Increase the number individuals affected by dementia having documented nurse-led
ACP conversations, nurse knowledge and confidence with ACP, and appropriate hospice
utilization.
Setting/Participants: Eight nurses from three memory care facilities within a Midwestern United
States (U.S.) senior housing organization.
Methods: An educational module regarding ACP in dementia care was created and presented to
facility nurses. Nurses were also provided with evidence-based ACP guidelines and additional
materials to supplement ACP knowledge and assist in ACP conversations. Nurse ACP
knowledge and confidence were measured pre- and post-intervention using subsections of the
Knowledge, Attitudinal, and Experiential Survey on Advance Directives (KAESAD). ACP
documentation and hospice utilization were measured through electronic medical record chart
auditing.
Results: At project conclusion, there were increases in ACP document completion and hospice
utilization. There were also increases in KAESAD knowledge and confidence scores. Not all
results were statistically significant. Although nurses articulated having ACP conversations,
there was no change in ACP conversation documentation. Nurse feedback suggested that the
education and resources were helpful. However, further experience is needed to acquire greater
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ACP confidence. Project limitations included documentation barriers, small nurse sample size,
short project timeframe, and a virtual project medium.
Conclusions/Implications: Providing ACP education to nurses is important to ensure nurses
have the tools needed to assist residents with ACP conversations and to empower the profession
to participate in ACP. Nurses may need continual exposure to ACP educational experiences and
resources, including simulation opportunities. It is important that nurses work with other
disciplines to develop efficient and comprehensive ACP processes.
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Using Nurse Education to Promote Advance Care Planning for Memory Care Residents
Affected by Dementia: A Pilot Project
Dementia is a neurocognitive disorder characterized by problems with memory,
language, problem-solving skills, and everyday thinking that can affect the way an individual
performs everyday life activities (Alzheimer’s Association, 2020). As healthcare advances
throughout the world, individuals are living longer, many into their 80s and 90s. The prevalence
of dementia is increasing as the aging population in the United States (U.S.) continues to grow
(Alzheimer’s Association, 2020). Dementia has many etiologies and classifications, but
Alzheimer’s disease is the most common type of dementia and accounts for 60-80% of dementia
cases (Alzheimer’s Association, 2020).
The Centers for Disease Control and Prevention (CDC, 2019) estimates that in 2014,
there were five (5) million U.S. adults ages 65 and older with a diagnosis of dementia and has
projected this number to rise to 14 million by year 2060. Dementia is classified as a terminal
illness as dementia causes progressive neurodegenerative changes that are irreversible (Jennings
et al., 2019). Although the disease may initially present as mild, as dementia progresses, the
ensuing deficits caused by dementia generate ever-increasing self-care difficulties (CDC, 2019).
Due to self-care difficulties, many individuals with a diagnosis of dementia are admitted
to long-term care and assisted living facilities to support their care. In 2017, a total of 261,914
U.S. deaths were attributed to dementia, and 60.4% of those deaths occurred in nursing homes
(Kramarow & Tejada-Vera, 2019). As the illness progresses, individuals affected by dementia
may experience a high symptom burden (Amjad et al., 2019). In those affected by dementia, as
the illness progresses, activity restrictions increase and mental capacities decrease, making
disability more prevalent and quality of life increasingly poor (Amjad et al., 2019).
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Hospice care is a healthcare service for individuals who have serious illnesses and are
approaching the end of life (National Institute on Aging [NIA], 2021). Hospice care focuses on
comfort and quality of life (NIA, 2021). Hospice care is often introduced as an option when
individuals with serious illnesses want to consider discontinuing life-sustaining treatments and
have a life-expectancy of less than six (6) months (NIA, 2021).
Hospice care is an option for individuals with a diagnosis of dementia but is often
underutilized because the dementia illness trajectory is variable and difficult to predict, making
prognostication particularly challenging (Amjad et al., 2019). The difficulty with predicting the
end of life in these individuals often results in short hospice stays (due to late enrollment in the
dementia trajectory) or being disenrolled in hospice (due to living longer than six [6] months
after enrollment) (Amjad et al., 2019).
Palliative care is a healthcare model and resource appropriate for anyone diagnosed with
a serious or potentially life-threatening illness, including dementia (NIA, 2021). A specialty
palliative care service typically comprises a team of healthcare professionals that work with
affected individuals and their families (NIA, 2021). Specialty palliative care services provide
care and support in many different aspects of life, including social, emotional, physical, and
practical activities of daily living (NIA, 2021). A palliative care team can assist with identifying
and navigating medical treatment choices, goals of care identification, and improving quality of
life through advanced symptom management (NIA, 2021). In addition, palliative care can also be
a care model that focuses on the above aspects, with the option of consulting the specialty team,
if needed (van der Steen et al., 2014). A key difference between palliative care and hospice care
is that, with palliative care, affected individuals can continue to receive aggressive treatment for
their serious illnesses if the individuals so choose (NIA, 2021).
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The need for a palliative approach to dementia care is recognized by several experts,
including the European Association for Palliative Care and the International Summit on
Intellectual Disability and Dementia (McCallion et al., 2017; van der Steen et al., 2014).
Palliative care can serve as an effective bridge for goals-of-care planning and quality-of-life
treatment when uncertainty exists regarding the appropriateness of hospice care (Miller et al.,
2017). Palliative care can also assist with the transition to hospice care when hospice care
becomes appropriate (Miller et al., 2017).
A major component of palliative care is advance care planning (ACP). By wellestablished and supported definition, ACP is:
. . . a process to support adults, to understand and share their personal values, life goals,
and preferences regarding future medical care, in order to help ensure that the medical
care they receive during serious and chronic illness is consistent with their articulated
goals and preferences. (Bartley et al., 2018, p. 50)
ACP is not a one-time conversation, but an ongoing process (Bartley et al., 2018; Dening et al.,
2019). ACP can assist individuals in understanding their illness trajectories, appoint surrogate
decision makers for when the affected individuals cannot speak for themselves, and provide
documents that individuals can complete to express wishes for future medical care (i.e.,
Physician Orders for Life-Sustaining Treatment [POLST], living wills, or advance directives)
(Bartley et al., 2018). These elements of ACP can be re-visited and modified as time progresses,
and medical or situational circumstances change (Bartley et al., 2018). Despite its importance,
ACP is often not undertaken for several reasons including lack of knowledge, procrastination,
fear of not being treated, and psychosocial difficulties with the necessary conversations (Dening
et al., 2019).
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Project Background and Problem Formation
This project was conducted within a Midwestern U.S. non-profit organization that offers
senior housing options and services. Some of the senior housing options and services include
cooperative senior housing, independent living, assisted living, memory care, long-term care,
rehabilitation, home care, and hospice care.
Many residents with neurocognitive deficits, including various types of dementia, reside
in the senior housing organization’s memory care facilities. The organization focuses on a
personalized approach to dementia care that aims to empower individuals and fulfill unmet care
needs. To align with the organization’s strong focus on personalized care for individuals affected
by dementia, the existing process for advance care planning (ACP) needs improvement.
According to individuals from the senior housing organization’s leadership team, currently,
when new residents are admitted to the memory care facilities, residents are given an admission
paperwork packet, which contains a copy of a POLST (Physician’s Orders for Life-Sustaining
Treatment) form. The new residents are encouraged to fill out the POLST, if desired; or discuss
the POLST with their physician or care team, if there are questions or concerns.
Once the POLST is provided to the new residents in the memory care facilities, there is
not a current and consistent follow-up process to ensure further ACP is done. Additionally, it is
not a routine practice to set aside a formal time to discuss ACP with the residents or their
caregivers, unless requested by the residents or the caregivers. If a resident completes a POLST
form, the form is placed in the resident’s paper chart, but its details are not consistently
documented anywhere else in the electronic medical record (EMR), making the POLST difficult
to quickly find. There are currently not prompts in place within the care plan to alert staff as to
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when ACP should be revisited, and ACP conversations that occur are not consistently
documented in the EMR.
Inquiries are made as to other ACP documents, such as healthcare directives, at the time
of admission to the senior housing organization’s facilities, but not consistently reviewed with
residents or their caregivers. If a resident has a healthcare directive, the directive is placed in the
paper chart. The EMR does not contain specifics about the contents of the healthcare directive.
Problem Statement
Hospice care for individuals affected by dementia is often underutilized due to variable
disease trajectory and prognostication difficulties. For those individuals affected by dementia
who are enrolled in hospice, length-of-stay is often shorter than the six (6)-month hospice
benefit. Advance care planning (ACP) can help with goals-of-care identification and timely
hospice enrollment for those individuals who qualify.
Within the senior housing organization’s memory care facilities, outside of completed
POLST forms, ACP is sporadic, and occurs without a dedicated process to ensure consistency
and follow-up with ACP conversations. In addition, at the present time, the organization’s
memory care facilities do not have a consistent approach to document ACP discussions leading
to difficulties and inefficiencies in locating advance care planning specifics. As a result of this
identified problem, residents affected by dementia may not have their voices heard concerning
their wishes for end-of-life care.
Needs Assessment
The current needs within the senior housing organization’s facilities regarding advance
care planning (ACP), as noted by the organization’s leadership staff, are defined above. Direct
care nursing staff from the project facilities were also surveyed prior to the quality improvement
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project utilizing an anonymous online survey platform. The nurses were asked to identify their
needs regarding ACP and end-of-life care. Key themes emerging from this survey included
education on ACP, resources to assist with ACP, and continual experience with having ACP
discussions.
Significance and Contribution to the Literature
Advance care planning (ACP) is an important patient care service that serves to honor
individualized care wishes and improves quality end-of-life quality. There are prominent barriers
to ACP and thus, this service often remains underutilized. One of the identified barriers is
healthcare personnel knowledge and confidence with ACP. This quality improvement project
will explore how enhancing nurse education specific to ACP in the context of dementia care can
help to increase nursing knowledge of and confidence with ACP conversations. The project will
also explore how ACP education can assist with nursing’s ACP promotion with individuals
affected by dementia and their caregivers.
Significance to the Nursing Profession
Lack of clarity regarding the healthcare professional who should take responsibility for
advance care planning can be a significant barrier to timely and effective ACP (Izumi, 2017). In
addition to healthcare providers and social workers, nurses are well-suited to facilitate ACP
discussions, but often lack clarity as to their roles in the process (Izumi, 2017). In a qualitative
metasynthesis from Ke et al. (2015), the reviewed evidence illustrated that nurses have
conflicting views about their scopes and roles within the ACP process. Some nurses articulated
that, although promoting ACP is within their scope of practice, the responsibility for ACP was
burdensome. Other nurses did not make ACP a priority or indicated that ACP initiation was a
physician’s responsibility. Yet other nurses stated that it was their responsibility to talk with
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patients and families about ACP, but not discuss ACP documents. With these conflicting
viewpoints within nursing professionals regarding ACP, the rationale for the lack of routine ACP
discussions initiated or promoted by nurses becomes evident.
The American Nurses Association (ANA) is clear regarding their position that nurses are
vitally important in the advance care planning process. The Nursing Code of Ethics (ANA, 2015)
discusses the overall valuable insight and experience that nurses have in ethical and
compassionate end-of-life care, as well as knowledge of their patients and their wishes. In their
position statement entitled “Nurses Roles and Responsibilities in Providing Care and Support at
the End of Life,” (ANA Center for Ethics and Human Rights, 2016) the ANA articulates that
nurses must always keep patient autonomy and respect at the center of medical decision-making.
Nurses should be resources and sources of support for patients and families to both promote and
accomplish end-of-life decision-making conversations (ANA Center for Ethics and Human
Rights, 2016).
Nurses need to have knowledge of the legal and moral aspects of patient rights and
support those rights (ANA, 2015). Nurses provide the necessary support by assessing patients’
understanding of medical decisions while educating and explaining what those decisions mean,
including the decisions’ potential implications (ANA, 2015). Therefore, it is vital for nurses to be
provided with the necessary education, resources, and experiences with ACP conversations to
gain confidence with engaging in ACP conversations.
Purpose Statement
The purpose of this quality improvement project was to educate memory care nursing
staff regarding ACP in the context of dementia care, and to implement facility guidelines that
outline expectations for and encourage early ACP for residents affected by dementia. The
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guidelines also outline recommendations for consistent follow-up and documentation of ACP
conversations.
PICO Question
The PICO question that addresses the practice problem is as follows: What is the effect
of dedicated advance care planning education for nurses versus no education on increasing
nurse-led advance care planning conversations with memory care residents affected by
dementia?
Project Goals and Objectives
The first project goal was to increase memory care nursing staff awareness, knowledge,
and confidence with ACP conversations with residents affected by dementia and their caregivers.
This first project goal had three (3) objectives:
1. Development of an evidence-based education module for memory care nursing staff. The
education focused on ACP definitions, legal implications, the importance of ACP for
residents affected by dementia; benefits, and barriers to ACP; recommendations for
healthcare providers for having ACP conversations in the context of dementia care;
resources to assist nursing staff; and guidelines for when to initiate and revisit ACP with
residents.
2. Holding a live education session for memory care nursing staff for presentation of the
above educational module, as well as recording this education for those nurses who were
unable to attend the live session.
3. Providing evidence-based resources to nursing staff to assist the staff in having ACP
conversations with memory care residents and their caregivers.
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The second project goal was to develop and implement evidence-based facility guidelines
for consistent ACP discussions for residents affected by dementia. This second project goal had
four (4) objectives, which are as follows:
1. Encouragement of initial ACP discussions or touch points as part of the facility’s
admission process.
2. Implementation of evidence-based guidelines that identify when a review of the advance
care plan or directive is warranted.
3. Development of a consistent method of ACP documentation within the electronic
medical record (EMR), so documentation will be easily accessible to all necessary care
staff.
4. Identification of ACP resources nursing staff can use if there are questions or concerns.
The third project goal was to increase resident and family awareness of the benefits of
early ACP for those affected by dementia. This third project goal had three (3) objectives, which
are as follows:
1. Assessment of resident and family disease trajectory knowledge and a process for
communication with the rounding providers if a knowledge deficit is found in this area.
2. Identification of succinct and easy-to-understand educational materials staff can use when
discussing ACP with residents and their caregivers, and having these materials easily
accessible in written and electronic format.
3. Compilation of a list of available resources that nursing staff, residents, and caregivers
may utilize regarding ACP; and making these resources easily accessible in paper and
electronic format.
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Theoretical Framework
Kolcaba’s Comfort Theory
One of the two theoretical frameworks used to guide this project is Katharine Kolcaba’s
theory of holistic comfort for nursing (Comfort Theory), a middle-range predictive nursing
theory for nursing care (Kolcaba, 2018). Comfort is defined as “the satisfaction (actively,
passively, or co-operatively) of the basic human needs for relief, ease, or transcendence arising
from health care situations that are stressful” (Kolcaba, 1994, p. 1178). The basic assumptions of
the theory are: “(1) human beings have holistic responses to complex stimuli, (2), comfort is a
desirable holistic outcome that is germane to the discipline of nursing, and (3) human beings
strive to meet, or to have met, their basic comfort needs” (Kolcaba, 1994, p. 1178).
Using these basic assumptions, nurses identify needs of affected individuals and their
families that have not been met and formulate a comfort care plan to address the identified needs
(Kolcaba, 2018). Comfort needs exist in the physical, psychospiritual, environmental, or
sociocultural domains (Kolcaba, 2018). Health-seeking behaviors are predefined, mutual goals
that cause greater comfort (i.e., diagnostic testing, physical milestones, or peaceful death)
(Kolcaba, 1994, 2018). When comfort needs are met, affected individuals can more fully
participate in internal (cellular or organ level) or external (self-care activities or functions)
health-seeking behaviors (Kolcaba, 1994, 2018).
Aligning with this theoretical framework, in this project, ACP will serve to define goals
for all comfort dimensions for memory care residents affected by dementia (Kolcaba, 1994,
2018). The defined goals will assist nursing personnel in identifying comfort needs and
developing interventions. The interventions will address comfort needs early and holistically,
revisit goals on a regular basis, and incorporate early hospice assessments to achieve a state of
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total comfort throughout the illness trajectory (Kolcaba, 1994, 2018). Providing comfort will be
of the essence in caring for the residents affected by dementia: from the mild stages until death.
Comfort theory not only applies to residents, but care staff as well who desire to have
comfort needs met to fulfill their care duties. The identified needs of the project facilities’
nursing staff illustrate that further resources are needed to fulfill the comfort needs of staff nurses
surrounding ACP. The staff education portion of this project will be an intervention to increase
staff comfort with end-of-life care conversations, which will ultimately help residents meet their
comfort needs (Kolcaba 1994, 2018).
Lewin’s Theory of Planned Change
A second theoretical framework used to guide this project is Kurt Lewin’s Theory of
Planned Change. Adoption of a new ACP process within the practice setting involves a change in
staff mindset and workflow. Lewin’s theory proposes a three (3)-stage model for change that
requires rejection of previously learned concepts and strategies to be replaced by new learning
(Petiprin, 2020). The three (3) stages of the model are unfreezing, moving or transitioning
(change), and refreezing (Petiprin, 2020; Shirey et al., 2013).
The unfreezing stage involves preparing for change. This stage requires problem
identification and recognition that change is needed and assisting others in also seeing the need
for change (Shirey, 2013). The moving or transitioning stage involves the actual process of
changing behavior and creating an action plan for the change, coaching, clear communication,
and dispelling fears about the change (Petiprin, 2020; Shirey, 2013). The refreezing stage
involves establishing new habits, so the change becomes the new culture or practice (Shirey,
2013).
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There are three (3) major concepts in the Theory of Planned Change that play a factor in
change: driving forces, restraining forces, and equilibrium (Petiprin, 2020). Driving forces are
those that push for the change to occur (Petiprin, 2020). Restraining forces are those who oppose
change (Petiprin, 2020). Equilibrium is the state where the driving and restraining forces equal
each other, and no change occurs (Petiprin, 2020). Achieving change can be accomplished by
strengthening driving forces and diminishing restraining forces (Shirey, 2013).
The first part of this quality improvement project is the unfreezing stage of change. This
part involves identification of the problem: there is not a consistent process for ACP within the
memory care facilities. Much of the project intervention is to educate staff regarding the purpose
of ACP and create a process to increase nurse-led ACP conversations, leading the project into the
moving or transition stage. Through the quality improvement process, the project team will work
on identifying driving and restraining forces for ACP in the facilities, with the intention to
eventually move into the refreezing stage of change.
Literature Review
Search Strategy
The search strategy for this project involved a comprehensive literature review initially
using CINAHL, PubMed, and the Cochrane Library. The strategy involved searching for
literature associating ACP and hospice utilization as well as an association between nurse
education and ACP completion.
Boolean phrases used within the literature search included “dementia OR Alzheimer’s
disease” AND “palliative care OR palliative care outcomes OR “goals of care discussions OR
advance care planning OR advance directive” AND “hospice OR hospice enrollment OR hospice
utilization” AND “long-term care OR nursing home OR residential care OR assisted living.”

18
Additional Boolean phrases utilized included “nursing education OR nurse education OR
continuing education OR nurse instruction OR training program OR training” AND “advance
care planning OR advanced directive OR advance care planning implementation”. Combinations
of these Boolean phrases within the three (3) chosen databases yielded a combined search result
of 532 articles, but only 35 were applicable to the practice problem and PICO question.
A Google Scholar search was subsequently performed looking specifically for articles
related to palliative care, hospice, goals of care discussions, advance care planning in dementia,
implementing advance care planning, and nurse education on advance care planning yielding an
additional 27 articles for review. Finally, reference lists from selected articles found in the initial
searches were hand-searched to potentially locate additional relevant articles, yielding another
seven (7) articles for review.
Selection Criteria
Criteria used for selecting articles from the literature search first included a date range
from 2010 to the present. Through hand-searches of chosen articles, one (1) randomized
controlled trial (RCT) published prior to 2010 was discovered that was applicable to the project.
Additional limits used to select appropriate literature included academic peer-reviewed journals
and English language. An attempt was made to use RCTs and systematic reviews as limits,
however those limits were removed after finding that RCTs and systematic reviews on this topic
are limited.
After setting the above detailed search limits, article titles and abstracts were reviewed to
determine applicability to the PICO question and project purpose. Each article was reviewed
individually, and 16 articles were chosen for thorough evidence appraisal and synthesis. Articles
were chosen based on highest quality of evidence as well as the literature’s applicability to the
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project and intervention. Articles chosen as applicable to the project and intervention were those
that had findings or implications related to associations between palliative care models or
advance care planning and hospice, or findings related to advance care planning education or
interventions.
Evidence Appraisal and Summary
The selected articles underwent appraisal using Melnyk and Fineout-Overholt’s (2019)
appraisal tools. Table 1 (see Appendix A) summarizes the appraisals, levels of evidence, and
quality of each of the 16 articles. Three (3) of the articles found were Level IV evidence using
retrospective cohort study methods and analyses. The literature search yielded only one RCT
from 2005; and six (6) systematic reviews, four (4) of which contained qualitative evidence,
making these articles evidence Level V rather than Level I.
These findings suggest that, although research is being done on this population and area
of interest, further experimental quantitative studies are needed. This suggestion was also noted
by authors throughout the literature during article review, particularly when evaluating the
conclusions of several of the systematic reviews (Brinkman-Stoppelenburg et al., 2014; Flo et
al., 2016; Kelly et al., 2019; Wendrich-van Dael et al., 2020). Apart from the RCT, all appraised
literature was published within the past seven (7) years, reinforcing the timeliness of this project.
Each article appraised was given a quality rating (low, good, or high quality) and
analyzed for applicability to the project. Seven (7) of the 16 articles were rated as good quality,
mainly due to smaller sample sizes, mild gaps in statistical analysis, inability to account for
certain confounding variables, or lack of generalizability to a greater population. Nine (9) of the
16 articles were rated as high quality as the authors demonstrated more rigorous data analysis,
literature searches, research methods, and high content validity. Although not all articles’ authors
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directly studied solely individuals affected by dementia, many of the studies included those
diagnoses in their study or reviews; and all authors studied individuals with diagnosed terminal
illnesses, increasing applicability to the project population. Additionally, two (2) of the included
studies’ authors utilized formal palliative care consultations that largely incorporated advance
care planning as their interventions, not simply just ACP discussions from non-specialist
professionals.
The appraised literature authors suggest an association between ACP and increased
hospice utilization towards the end of life (Bartley et al., 2018; Brinkman-Stoppelenburg et al.,
2014; Jennings et al., 2019; Kirolos et al., 2014; Miller et al., 2017 & Wendrich-van Dael et al.,
2020). Several of the articles’ authors suggest that hospice length-of-stay may increase when
palliative care practices, goals-of-care conversations, and ACP are implemented in the practice
setting (Casarett et al., 2005; Miller et al., 2017; Scheffey et al., 2014).
The majority of the literature’s authors discuss ACP, goals-of-care conversations, or
palliative care methodologies as positive interventions to improve quality of life in individuals
affected by dementia (Amjad et al., 2019; Bartley et al., 2018; Brinkman-Stoppelenburg et al.,
2014; Casarett et al; 2005; Dening et al., 2019; Jennings et al., 2019; Kelly et al., 2019; Kirolos
et al., 2014; Miller et al., 2017; Scheffey et al., 2014; van der Steen et al., 2014; & Wendrich-van
Dael et al., 2020). Many of the appraised literature’s authors also discuss strategies necessary to
successfully implement ACP interventions into healthcare settings (Bartley et al., 2018; Dening
et al., 2019; Flo et el., 2016; Izumi et al., 2019; Ke et al., 2015; Kelly et al., 2019; Kunte et al.,
2017; van der Steen et al., 2014; & Wendrich-van Dael et al., 2020).
Synthesis of Evidence and Identified Themes
Palliative Care Interventions, Advance Care Planning, and End-of-Life Care
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The authors of the evaluated literature, all rated as either good or high quality,
consistently suggest that effective palliative care interventions, which include ACP, can have a
positive effect at increasing hospice utilization and improving end-of-life care. This theme is
consistent throughout different levels of evidence. Wendich-van Dael et al. (2020) in their Level
I systematic review discuss that, in all primary studies reviewed, ACP increases congruence
between end-of-life care wishes and care provided, and increases hospice use. Kelly et al. (2019),
in another Level I systematic review, highlight the need for ongoing ACP efforts in the dementia
population, supporting these interventions as influencing care and increasing the likelihood that
individuals affected by dementia will receive care in alignment with their end-of-life wishes.
Brinkman-Stoppelenburg et al. (2014) in a Level V systematic review further add that the
authors of the reviewed studies observed increased hospice service use when ACP interventions
were implemented. Ten of the evaluated studies by these authors were specifically carried out
within long-term care settings (Brinkman-Stoppelenburg et atl., 2014). The review from Kirolos
et al. (2014) further support these findings, with the authors concluding that hospice enrollment
increases after communication strategies, palliative care nursing teams, and ACP programs are
implemented.
Casarett et al. (2005) and Jennings et al. (2019) discuss that residents who receive
targeted communication interventions, are engaged in goals-of-care conversations, and complete
a POLST are more likely to enroll in hospice and receive more days of hospice care than those
without these interventions. Miller et al. (2017) add that palliative care services can help avoid
hospitalizations and late hospice referrals; and Sheffey et al. (2014) find increased hospice
length-of-stay, related to earlier referrals, when affected individuals have prior palliative care
interventions.
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Early Advance Care Planning to Improve End-of-Life Outcomes
Another theme identified consistently throughout the literature is that, among individuals
affected by dementia, ACP is recommended early in the disease trajectory to support optimal
outcomes. Amjad et al. (2019) discuss that, due to the social and symptom burden individuals
affected by dementia experience, these affected individuals would benefit from early initiation of
goal-oriented care such as palliative care services or hospice care. Bartley et al. (2018) add that it
is important to address care goals and ACP early in the course of dementia when the affected
individual has better capacity to make decisions regarding their healthcare.
Recommendations from van der Steen et al. (2014) are to discuss with residents and
families at the outset of the diagnosis the terminal nature of dementia and prioritize ACP early in
the disease trajectory. Dening et al. (2019) discuss the barriers that exist to early ACP for
individuals affected by dementia, including procrastination, dependence on family, lack of
knowledge, difficulty having the conversation, fatalism, and fear. However, these authors
(Dening et al., 2019) also discuss how, despite the barriers that exist, early discussion and ACP
can reduce anxiety about death and lead to increased autonomy, satisfaction, sense of control,
and improved care outcomes.
Essential Elements of Effective Advance Care Planning Strategies
The authors of the appraised articles consistently identify the essential elements of
effective ACP strategies: staff education, affected individual and caregiver education, and
repeated and ongoing ACP conversations over time. Wendrich-van Dael et al. (2020) identify
barriers to ACP that include lack of staff training on difficult conversations, lack of awareness of
disease trajectory, and lack of confidence in available end-of-life services. These authors
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(Wendrich-van Dael et al., 2020) report that specific ACP training is associated with improved
outcomes in long-term-care facilities.
Similarly, in their qualitative systematic review, Flo et al. (2016) discuss that important
facilitators of successful ACP interventions include education for staff, provision of ACP
materials, and process standardization (clear identification of what should be discussed with
conversations, and what should be documented). Nurses also identify these educational needs as
highlighted in the evidence from Ke et al. (2015), which concluded that nurses, to be more
effective in the ACP process, need more information about ACP, advanced directives, legal
issues, and related resources. Nurses also identified needing guidelines for ACP as well as
educational materials available for the health care team, patients, and caregivers (Ke et al.,
2015).
Dening et al. (2019) identify lack of professional knowledge and confidence regarding
facilitating difficult conversations as a barrier to ACP, and call for increased staff training in this
regard. Bartley et al. (2018) and van der Steen et al. (2014) agree that professional training is
needed for effective palliative care in the context of dementia. Kelly et al. (2019) report that ACP
interventions that involve staff education and resources for residents and caregivers have the
greatest effect on ACP compliance. Dening et al. (2019), Kelly et al. (2019), and van der Steen et
al. (2014) all discuss that effective ACP involves repeated and revisited conversations over time
as ongoing conversation will keep wishes and expectations current and decrease anxiety for
affected individuals and their caregivers.
In a quality improvement project by Izumi et al. (2019), the project managers focused on
nurse education regarding ACP knowledge and the individual nurse’s role as a means of
increasing ACP conversations. The education provided in that project included definitions and
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descriptions of ACP, goals and benefits of ACP, the role of nursing in ACP, and information
about how to initiate and document ACP conversations (Izumi et al., 2019). By providing this
education, the authors found that nurses’ knowledge and confidence in having ACP
conversations increased as did the number of completed advance directives in their patients over
time (Izumi et al., 2019). In another quality improvement study by Kunte et al. (2017), long-term
care nursing staff who participated in education specifically addressing end-of-life needs and
care demonstrated improvement in end-of-life knowledge and self-evaluated end-of-life skills.
Recommendation
Based on the appraised literature levels of evidence, all rated good to high quality, and
the consistently identified themes, the recommendation was made to proceed with a quality
improvement project aimed at increasing nursing staff knowledge and confidence with ACP in
the context of dementia care. The project will also serve to increase ACP conversation
completion rates within the senior housing organization’s memory care facilities, with a longterm goal to increase appropriate hospice care utilization within this population. Because the
dementia trajectory can be so variable and education interventions need to be tailored to this
specific population, the recommendation is to start this project on a small scale, implementing
the project as a limited two (2)-month pilot project in select memory care facilities within the
senior housing organization.
Testing this quality improvement project on a smaller scale provides the project team
with the ability to tailor the interventions for optimal success in the targeted population. If
successful, the project could then be expanded, at the organization’s discretion, to the remaining
facilities and the greater resident population.
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Project Implementation
Prior to the initiation of this quality improvement project, a letter of support was obtained
from the senior housing organization to initiate this ACP project as a pilot project in three (3) of
the organization’s memory care facilities (see Appendix B). An application for the project was
submitted to the St. Catherine University Institutional Review Board (IRB). The St. Catherine
University IRB verified the project as a quality improvement project and, therefore, exempted
the project from IRB review (see Appendix C). Per request of the project facilities, participation
in the project was an expectation of the nursing staff, and an email was sent to the staff prior to
project initiation regarding the specifics of the project, what their participation would entail, and
potential risks and benefits (see Appendix D). Nursing staff were given the opportunity to ask
questions and voice any concerns prior to project implementation.
Project Design
The quality improvement project was conducted in a Midwestern U.S. senior housing
organization. Due to the large number of facilities within the organization, it was determined that
this quality improvement project should be implemented first as a two (2)-month pilot project in
three (3) of the organization’s memory care facilities. By introducing this initiative as a pilot
project, the plan is to use the quality improvement process to evaluate its success on a small scale
before organization-wide implementation. The project was conducted in a pre-post design and
utilized quantitative and qualitative data collection and analysis.
Participants
Staff that care for the residents in the pilot facilities are registered nurses (RNs), licensed
practical nurses (LPNs), and resident assistants. The RNs are the staff members with the
opportunity to carry out much of the ACP conversations, along with rounding physicians, nurse
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practitioners, and physician assistants. The LPNs care for the residents closely in the facilities
and, therefore, may also have opportunities to discuss end-of-life planning and goals.
Because of the frequent and direct contact with nursing staff, the pilot facility RNs and
LPNs were chosen to be the recipients of the ACP education. At the time of project
implementation, there were eight (8) nurses, seven (7) RNs and one (1) LPN working at the three
(3) project pilot facilities. Also, at the time of project implementation, the pilot facilities had a
combined resident population of 77 individuals with a diagnosis of dementia.
Methods/Interventions
The interventions for the quality improvement project were multi-modal and consisted of
the development of an educational module for nursing staff regarding ACP in the context of
dementia care; providing educational materials and resources for nursing staff, residents, and
caregivers; and the implementation of standardized ACP guidelines for nurses to follow. The
standardized guidelines developed for nursing staff consisted of outlining when ACP should be
addressed at the memory care facilities, what content should be addressed with each
conversation, and how ACP conversations and documents should be incorporated within the
medical record.
Education for Nursing Staff
An electronic educational module was developed by the project manager for the nursing
staff at the three (3) project pilot facilities. The title of the educational module was “Optimizing
Advance Care Planning in the Context of Dementia Care.” The module was developed as a
Microsoft PowerPoint presentation and addressed the following topics (see Appendix E for the
PowerPoint slide deck):
•

The purpose and goals of the project.
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•

Definitions of ACP, advance directives, and Physician Orders for Life-Sustaining
Treatment (POLST).

•

The focus and importance of ACP, specifically in the context of dementia-care.

•

Evidence-based benefits of ACP.

•

Barriers to successful ACP.

•

Laws governing advanced directives federally and at the state level.

•

The role of nursing in ACP.

•

Specific recommendations for healthcare professionals for ACP in dementia care,
based on evidence from Piers et al. (2018).

•

Decision-making capacity, including the Aid to Capacity Evaluation (ACE) tool.

•

ACP and hospice.

•

Introduction to the Conversation Project and its available materials and resources.

•

Other resources available to further education on ACP.

•

Guidelines for ACP within the project pilot facilities, including opportunities to
discuss ACP, what should be considered at each discussion, and documentation
procedures.

The educational module was presented by the project manager to the pilot facility nursing
staff during a live, 45-minute, online Google meeting on January 18, 2022. The live session was
recorded and uploaded to the organization’s staff education portal for nursing staff who were
unable to attend the live session. The module was assigned to the pilot facility RNs and LPNs as
mandatory education, with an assigned due date of January 27, 2022. Verification was received
from the project organization that all of the assigned nurses completed the educational module,
either in the live or online format.
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As part of the education module, nursing staff were asked to complete an online course
through the Conversation Project, in collaboration with the Institute for Healthcare Improvement
(IHI) and Boston University School of Medicine. A link to the course and specific instructions
were provided during the education module. The course is entitled “Basic Skills about End-ofLife Care” (Conversation Project, 2022b). The course is a free, one-hour module designed to
provide education and skill development to facilitate end-of-life conversations with patients and
caregivers (Conversation Project, 2022b). In addition, the course provides insight into the
Conversation Project and its resources. Nurses who completed the online course, post-test, and
evaluation, were eligible for continuing education credits through the Institute for Healthcare
Improvement.
Educational Materials and Resources for Nurses, Residents, and Caregivers
The Conversation Project is a public, values-based initiative, supported by the Institute
for Healthcare Improvement (IHI) to help individuals talk about their end of life wishes, so those
wishes can be honored (Conversation Project, 2022a). The Conversation Project provides free
access to educational materials, online courses, and conversation guides to assist affected
individuals, families, and healthcare professionals with end-of-life conversations (Conversation
Project, 2022a). The Conversation Project materials have been cited in academic literature as
effective intervention materials to assist with advance care planning conversations (Lum et al.,
2018; Pagano et al., 2020). Official permission was obtained from the Conversation Project to
use their materials and resources as a part of this quality improvement project (see Appendix F).
During the education session, nursing staff were given information about the
Conversation Project and its materials to assist in communicating with residents and caregivers
regarding ACP. Specifically, there are four (4) printable guides entitled “Conversation Starter
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Guide,” “Choosing a HealthCare Proxy,” “What Matters to Me Workbook,” and “For Caregivers
of People with Alzheimer’s/Other Dementias” which can assist staff, residents, and caregivers in
end-of-life and serious illness conversations (Conversation Project, 2022a). The nursing staff
were provided with electronic links to these guides and encouraged to use these materials to help
guide ACP with residents and caregivers. The nursing staff were also informed about the other
educational resources available on the Conversation Project website to help further their own
knowledge; and to refer residents and their caregivers to access if other questions arise.
As a supplement to the provided educational module, the project manager complied a
Microsoft Word document that included links to access additional information on the content
presented in the education module (see Appendix G). The Microsoft Word document included
website links for more information about advance directive laws, a link to Minnesota’s
recommended healthcare directive template, links for other education courses and materials
about ACP, and links to materials from the Conversation Project. This document was attached to
the Google meeting invitation along with the presented Microsoft PowerPoint slides for the
nursing staff to be able use as references and add self-generated notes.
Facility Guidelines for Advance Care Planning in the Context of Dementia Care
During the education module, the project manager outlined evidence-based guidelines for
how ACP can be systematically incorporated into the project pilot facilities. The education
included healthcare provider recommendations for having the conversations with individuals
affected by dementia, when the conversations should take place, what should be considered with
each conversation, and how to document those conversations within the medical record.
The provided guidelines were developed based on evidence from academic literature.
Piers et al. (2018), outline ACP recommendations for healthcare providers in the context of
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dementia care and was chosen as one source of evidence particularly applicable to this project.
The authors of these recommendations developed the guidelines based on extensive literature
review of ACP guidelines in dementia (Piers et al., 2018).
The results from the literature review done by Piers et al. (2018) failed to show
consistently high-quality guidelines. Therefore, the authors combined the best evidence with
expert opinion and conducted validation with experts, end users, and peer-reviewed groups. Piers
et al. (2018) then developed 32 recommendations in eight (8) domains to assist healthcare
professionals in how to have ACP conversations with those individuals affected by dementia and
their caregivers. The Piers et al. (2018) recommendations have been supported and echoed by
other current literature authors, including the International Summit on Intellectual Disability and
Dementia (McCallion et al., 2017), the European Association for Palliative Care (van der Steen
et al., 2014), Dening et al. (2019), and deLima Thomas et al., (2018).
Based on the above sources of evidence, the project pilot facility nursing staff were given
guidelines as to when to address ACP within the memory care facilities (see Figure 1) as well as
what should be considered with each ACP conversation (see Figure 2). These recommendations
were also developed considering the existing workflow of the nursing staff, to integrate these
needed conversations into the current patient care process rather than creating a whole new
workflow. Staff were also introduced to materials from The Conversation Project to assist with
discussions as needed.
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Figure 1: ACP Opportunities
Opportunities to Discuss ACP:
Admission: Find out what residents
already have in place.
- Establish a trusting
relationship – show value for
individualized care.
Routine RN assessments
Care plan meetings or reviews
Changes in resident health status or
new diagnoses
Care transitions
Resident or caregiver request

Figure 2: ACP Discussion Considerations
Considerations for Each ACP Discussion
Ask permission.
Verify what is already known about ACP
and if the knowledge is still current.
Assess disease awareness and capacity.
Discuss care goals, values, and wishes.
Explore care options, including hospice, if
appropriate.
Provide education and resources based on
assessed needs.
Are ACP documents completed and in the
chart?
Is a provider visit needed?
Document and communicate with the care
team.

Documentation
Documentation is the best way to ensure consistent resident care communication among
the entire care team. Despite its importance, the reported evidence indicates that advance care
plans are not frequently documented and do not consistently reflect individuals’ care wishes
(Huber et al., 2018). Keeping these findings at the forefront, it was vital to discuss with nursing
staff ways to streamline the ACP documentation to make the documentation consistent, correct,
comprehensive, and up-to-date.
The project manager worked with a nurse informaticist from the senior housing
organization to discuss the best method of documenting ACP discussions within their electronic
medical record (EMR). In the organization’s EMR, there are currently three (3) places to
document ACP information. The first is a medical information section, which contains
information about resident diagnoses, code status, and whether a resident has a health care
directive or living will. The second place for ACP documentation is a nursing assessments
section where the registered nurses document their routine resident assessments. One of the
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routine assessments is advance directive status. This section lists code status, if ACP documents
are completed and where the documents are located, and if the resident has a power of attorney.
This section also offers access to free text. The information from the medical information section
does not automatically synchronize with this section, so there is a possibility for the same
information to differ between these sections.
The final section where ACP documentation can be completed is in the notes section of
the EMR. This section of the chart is a place where any healthcare team member can document a
note about the resident’s care, using various “note types” to categorize the notes. Considering the
existing nursing workflow, it was decided that the notes section of the EMR was the best place to
document the specifics of ACP conversations. Therefore, the nurse informaticist developed a
note type for the notes section entitled “Advance Care Planning (End of Life Discussion)” (See
Figure 3). Pilot facility nursing staff were educated to use this note type to document content
related to ACP including discussions with residents or caregivers; requests (including dates) for
ACP documents; conversation aids, materials, or resources provided to residents or caregivers;
end-of-life or hospice conversations; or any care team communications specific to ACP. Within
the organization’s EMR, notes can be filtered by type. Therefore, if any staff member wants to
know what has been discussed about ACP, filtering can be undertaken by this new note type and
all documentation related to ACP will surface.
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Figure 3: New ACP Note Type

The medical information and assessment sections of the EMR continue to contain
information about ACP, including code status as well as the status of ACP documents
(healthcare directive, living will, power of attorney, and POLST). Pilot facility nursing staff were
educated to ensure these sections match each other and are current within a resident’s EMR.
The senior housing organization’s EMR does not have the ability to upload paper
documents, therefore each resident also has a paper medical record to house all paper documents.
This paper medical record is where all paper copies of completed ACP documents are stored.
Pilot facility nursing staff were educated about the importance of consistently documenting
within the EMR whether the ACP document is found in the paper chart. If not in the paper chart,
nursing staff were instructed that they should request the document from the resident or the
resident’s caregivers.
Measures/Tools/Instruments
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The primary outcome measure of this project was to quantify an increase in completed
ACP conversations and documents from the pre- to the post-intervention period. This outcome
measure was evaluated through manual chart audits and collecting ACP completion data from
individual resident EMR charts both pre- and post-intervention. ACP conversations were
quantified by auditing use of the new ACP note type. ACP documents were quantified by
collecting data on completed POLST and health care directives in each resident chart.
The secondary outcome measure was to observe an increase in staff knowledge of and
confidence in having ACP conversations. This outcome measure was evaluated using
subsections of the Knowledge, Attitudinal, and Experiential Survey on Advance Directives
(KAESAD), developed by Jezewski et al. (2005). The KAESAD is an instrument developed to
measure Registered Nurses’ (RN) attitudes towards, experiences with, and knowledge of
advance directives and end-of-life decisions (Jezewski et al., 2005). Permission to use this survey
for this quality improvement project was obtained from Dr. Jezewski prior to project
implementation, with the understanding that the survey itself would not be published or attached
to this final report (see Appendix H).
Prior to its initial administration, reliability and content validity of the KAESAD were
established using an expert panel and through test-retest (Jezewski et al., 2005). The reliability
and validity of the survey were established only for RNs, not for the general public (Jezewski et
al., 2005). In its entirety, the survey consists of 115 items, divided into nine (9) subsections
(Jezewski et al., 2005). The measured subsections include general knowledge about advanced
directives, familiarity with the Patient Self-Determination Act of 1990, awareness of state laws
regarding advance directives, stance on advance directives and end-of-life issues, experience
with advance directives, knowledge of end-of-life decision making, confidence assisting
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individuals with advance directives, participant demographics, and needs for assisting
individuals with advance directives (Jezewski et al., 2005). This project utilized four (3)
subsections of the total KAESAD survey and a total of 28 questions:
•

General knowledge of advanced directives: 10 questions, true or false format.

•

Knowledge of the Patient Self-Determination Act of 1990: seven (7) questions, true
or false format.

•

Level of confidence: 11 questions, five (5)-point Likert scale format (Jezewski et al.,
2005).

The long-term outcome measure for this project is to quantify an increase in hospice
utilization and length-of-stay for qualifying residents affected by dementia. This measurable
outcome was evaluated by collecting hospice enrollment information through chart audits preand post-intervention. Due to the long-term nature of this outcome measure, its evaluation will
need to continue past the timeline of this pilot project.
Data Collection
The KAESAD survey was administered to the pilot facility nursing staff prior to the
educational intervention via an electronic survey platform. Deidentified responses were reported
back to the project manager. For purposes of comparing answers pre- and post-intervention, each
response was sorted by using a four (4) digit number. The same data collection procedure for the
KAESAD survey data was utilized at two (2) months post-intervention. Because the KAESAD
survey has only been validated for RNs, only RN survey responses were included in the final
data analysis.
Pre- and post-intervention information was collected from the senior housing
organization’s EMR, including documented ACP conversations, ACP documents (POLST forms
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and healthcare directive), and documentation practices. Pre- and post- intervention data was also
collected on the number of residents affected by dementia who were enrolled in hospice care.
As part of the quality improvement and data collection process, virtual meetings were
held with the pilot facility nurses at one- and two-months post-intervention. The purpose of these
meetings was to receive qualitative feedback on the progress of the project, and suggestions for
ways to further optimize the project within the pilot facilities. There was also an electronic
survey sent out to those nurses who were not able to make the monthly follow-up meetings.
Ethical and Social Justice Considerations
Capacity to Make Individual Medical Decisions
Any individual who is deemed mentally capable has the ethical and legal right to make
their own healthcare decisions (Etchelis et al., 1999). It is also vitally important that anyone
making healthcare decisions for themselves can understand the context and repercussions of
those decisions and display capacity to make those decisions (Etchelis et al., 1999). Healthcare
decision-making capacity can pose a particular ethical dilemma in the context of dementia-care
due to the nature of mental decline that happens as part of the disease trajectory (Piers et al.,
2018). However, it is erroneous to assume that because an individual is affected by dementia,
they lack decision-making capacity (Piers et al., 2018). For that reason, education about
assessing an individuals’ capacity to make decisions regarding their healthcare, particularly in
the context of dementia-care, was included as part of the nurse education module in this project.
As part of the module, nurses were also given access to and instructions for using the Aid
to Capacity Evaluation (ACE). Developed by Etchelis et al. (1999), the ACE is a validated
assessment tool that can be used in clinical practice settings to assist the assessment of an
individual’s capacity to make their own healthcare decisions. Using the tool’s semi-structured
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decisional aid, capacity assessment takes approximately 15 minutes. The tool is free and open to
non-commercial use (see Appendix I). The ACE tool comes with training instructions for users.
Nurses were advised that they could use the ACE as part of capacity assessment but should also
be in contact with rounding healthcare providers through the capacity assessment process.
The Importance of Timing in Advance Care Planning
Dementia processes pose a significant and unique dilemma in terms of equitable care and
social justice principles. Having goals-of-care and ACP discussions in the early stages of
dementia can be difficult and complicated (Kelly et al., 2019). Some individuals affected by
dementia and their families may not want to have these ACP conversations as their symptoms
are not severe and the affected individuals may be otherwise relatively healthy (Kelly et al.,
2019). Although care needs to be taken to not pressure affected individuals and their caregivers
into making these ACP decisions, if the initial conversations are not productive, it may be
necessary to revisit the subject matter often, bringing in pieces of education regarding disease
trajectory and anticipated outcomes (Kelly et al., 2019).
As dementia progresses into late stages, the affected individuals lose the ability to make
informed decisions about their care (McCallion et al., 2017). This change in cognition leaves the
affected individual’s loved ones and caregivers to decide what type of care the affected
individual will receive based on prior history and experiences with that affected individual
(McCallion et al., 2017). This retrospective approach to end-of-life care can be not only
burdensome on the individual affected by dementia, but on the caregivers as well, especially if
those who become decision-makers are not aware of the affected individual’s end-of-life wishes
(Kelly et al., 2019; McCallion et al., 2017).
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Far too often, conversations about end-of-life care and interventions are saved for the
final days prior to death and can be met with unnecessary stress for caregivers and needlessly
taxing medical care for the affected individuals (Bartley et al., 2018; McCallion et al., 2017).
Individuals affected by dementia deserve to have an active voice in their end-of-life care (Dening
et al., 2019). Initiating ACP as early in the illness trajectory as possible provides an opportunity
for these affected individuals to have their voices heard regarding advance care decisions and
end-of-life care (McCallion et al., 2017).
It is important to note that, although ideal, early ACP was not always be a possibility
within the limitations of this project. This project incorporated residents affected by dementia at
all stages of the illness, and there were residents in the later stages of the illness trajectory
without advance care directives or ACP conversations. In those situations, as decision-making
capacity may likely be compromised, it was reiterated to nursing staff that it is extremely
important to still have the conversations, as able, with family members and other caregivers
(McCallion et al., 2017). The affected individual should still be involved, as able, and
conversations should be steered and decisions made that consider the individual’s life values,
preferences, and, ultimately the affected individual’s best interest (Bartley et al., 2018).
Project Evaluation
Analysis Methods
Quantitative project data was analyzed for statistical significance using the assistance of a
statistician. EMR data gathered pre- and post- intervention was analyzed using a standard
McNemar’s test at the standard significance level of 5%. Data gathered from the pre- and postKAESAD surveys was analyzed using a randomization test for a difference in means. The
rationale for using the randomization test had two components: the small sample of survey
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responses, and different nurses responding to the surveys in the pre- and post-intervention
periods.
Qualitative data was collected at post-intervention meetings as well as from a postintervention survey sent out to the pilot facility nursing staff. The data is reported as statements
made by nurses regarding the effectiveness of the project interventions, any barriers perceived to
ACP throughout the project, and insights the nurses gained as a result of the quality improvement
project.
Results
At the start of the project timeframe, there were 77 residents residing at the three (3)
project pilot facilities. At the end of the project timeframe, there were 81 residents residing at
the three (3) project pilot facilities. The following data analysis is reflective of the respective
number of residents that were living at the pilot facilities when the data was gathered (pre- or
post-intervention).
Advance Care Planning Documentation
ACP document completion increased over the two-month project timeframe. Prior to the
intervention, 84.4% (n = 65 of 77) of residents had a completed POLST form. At two-months
post-intervention, POLST form completion rose to 86.4% (n = 70 of 81). This change in
completion was statistically significant (McNemar’s test, p = 0.00000000015).
Prior to the intervention, 42.9% (33 of 77) residents had a completed healthcare directive.
At two-months post-intervention, healthcare directive completion increased to 48.1% (39 of 81).
The increase in healthcare directive completion was not found to be statistically significant
(McNemar’s test, p = 0.58).
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There was no observed utilization of the new “Advance Care Planning” note type over
the two-month project timeframe. The lack of use of the new note occurred despite reminders to
the nursing staff to use this note type for ACP documentation. Therefore, actual ACP
conversations remained undocumented within the EMR and could not be quantitatively
measured.
Another quantitative observation made regarding ACP documentation is that prior to the
intervention, 31.2% (24 of 77) of the residents’ charts had conflicting ACP information within
their various chart sections. Some examples of this conflicting information include having a code
status of “resuscitate” in one section of a resident’s chart and having “do not resuscitate” in
another section of that same resident’s chart, or a resident being on hospice, but still having a
code status of “resuscitate.” After the intervention, the percentage of charts with conflicting ACP
information further increased to 34.6% (28 of 81).
Hospice Utilization
Prior to the project intervention, 27.2% (21 of 77) of the pilot facility residents were
utilizing hospice services. After two (2) months, hospice utilization at the pilot facilities
increased to 34.6% (28 of 81). This increase in hospice utilization was found to be statistically
significant (McNemar’s test, p = 0.00225).
Registered Nurse Knowledge of and Confidence with Advanced Directives
A total of five (5) RNs responded to the KAESAD survey both pre- and postintervention. Not all nurses who responded to the pre-survey responded to the post-survey and
vice versa, therefore mean knowledge and confidence scores needed to be utilized for data
analysis. Based on the results of the RN pre- and post- surveys, minimal increases in knowledge
and confidence with advanced directives were observed after the intervention.
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RN-reported general knowledge of advance directives increased from 68% to 76% over
the two-month project. The increase in general knowledge was not found to be statistically
significant (randomization test for a difference in means, p = 0.18). RN-reported knowledge of
the PSDA of 1990 increased from 45.6% to 65.4% over the two-month project. This increase in
knowledge was also not found to be statistically significant (randomization test for a difference
in means, p = 0.48).
RN-reported confidence with advance directives increased from 66.5% to 76.7% over the
two-month project. The increase in confidence was not found to be statistically significant
(randomization test for a difference in means, p = 0.24).
Qualitative Feedback
Qualitative data was gathered from the pilot facility nursing staff at post-intervention
meetings as well as a post-project survey. The nurses expressed appreciation for the materials
and resources they were given and expressed being more empowered to have ACP conversations
with residents. The nurses did not provide any feedback specific to the Conversation Project
materials, but rather the provided resources as a whole. The nurses reported having ACP
conversations with residents, despite the lack of documentation of these conversations.
The nurses also reported a heightened awareness of the need to continually reassess
residents’ appropriateness for additional services such as homecare and hospice. The nurses
voiced the need to engage in ACP conversations early and discuss ACP often to facilitate smooth
transitions as different services become more appropriate for residents. The nurses also discussed
their heightened awareness to keep residents and their caregivers in communication with each
other and the staff as to avoid conflicts as the trajectory of dementia advances.
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The nurses expressed gaining knowledge about the nurse’s role in ACP, which has helped
them in changing the approach to the subject with residents. Despite this feedback, there were
also comments made by nurses that indicated not always thinking to have ACP conversations
with residents because the rounding providers seem to do it more often. Other nurses expressed
still not being completely confident in having ACP conversations because of lack of exposure.
Some nurses mentioned that it would be helpful to have a dedicated opportunity to simulate ACP
conversations with other nurses and learn from each other before attempting to have ACP
conversations with residents.
The nurses also discussed that in the aftermath of the COVID-19 pandemic and in
adjusting to the current state of healthcare, participating in a quality improvement project was
difficult. The nurses discussed new regulations and staffing challenges that have come to light
because of the pandemic which create time barriers with implementing new practices in the
organization. Several nurses were unable to attend project meetings or provide feedback due to
job responsibility conflicts they were unable to reschedule.
Interpretation
The results of this quality improvement project suggest an association between providing
education for nurses on ACP and increased knowledge and confidence with having these
conversations. It also suggests an association between providing education and increasing ACP
conversations. Although not all results were statistically significant, all measures, including
nursing participation, increased post-intervention, and qualitative data also suggested
improvement.
In addition, there was also a small increase in hospice utilization during the project,
which also may suggest an increase in ACP conversations, although there were no ACP
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conversations recorded as such in the EMR using the new ACP documentation
recommendations. Although the increase in hospice utilization was statistically significant,
hospice utilization can be dependent on many factors making it difficult to evaluate the
significance of the increase in hospice utilization during this project. The hospice utilization
outcomes will need to be followed long-term to determine their association with ACP
conversations. In addition, more useful ACP documentation practices will be needed for accurate
data analysis of ACP association with hospice utilization.
The quantifiable increases seen during this project were small and not all statistically
significant, suggesting that a single instance of education via a virtual medium may be
insufficient to provide nurses the needed tools to successfully participate in ACP conversations.
Having more opportunities to practice ACP conversation skills may be useful to further help
develop this important skillset. Continual exposure to various education sessions over time may
also be helpful in keeping the information fresh and support the nurses on being educated on
ACP best practices.
Approximately a third of resident charts had conflicting information about ACP within
the chart’s different sections. In addition, the nursing staff did not adopt the practice of using
thew new ACP documentation note that was developed during this project. Both documentation
observations suggest that the EMRs current options for documenting ACP information may be
contributing to documentation errors and shortcomings.
Additionally, nurses stated they were having ACP conversations with residents, even
though documentation practices did not reflect this (there was no use of the new ACP note type).
Developing a process to streamline the ACP documentation to one section of the chart may be
helpful in both increasing compliance with ACP documentation as well as increasing efficiency.
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Project Limitations
There were several limitations within the context of this quality improvement project
which included electronic medical record (EMR) constraints, a small nurse sample size for the
pilot project, utilization of a completely virtual medium for project implementation, and short
project timeline. The first limitation is that the organization’s EMR and the ACP documentation
practices were a significant limitation to this project. The existing EMR does not have the ability
to incorporate external materials by scanning or uploading paper documents. Therefore, the
organization needs to utilize both a paper and electronic chart, which creates a type of disconnect
in ACP documentation, as many ACP documents (i.e., POLST forms, health care directives,
living wills) are filled out as paper documents. A compounding limitation is that the existing
EMR has three (3) possible sections where ACP information can be documented that do not
synchronize with each other, leaving the possibility for errors in documentation which could
contribute to errors in data analysis.
A second limitation to this project was sample size. There were a small number of nurses
employed within the project pilot facilities, and not all of the nurses responded to the pre- and
post- KAESAD survey. Therefore, the nurse sample size was very small for this project, making
statistical analysis less meaningful. The small sample size also may not be reflective of the
organization’s nursing staff. Additionally, not all nurses who responded to the pre-survey
responded to the post-survey, despite several attempts at data gathering. Therefore, general
means for pre- and post- survey scores needed to be used for data analysis in contrast to
comparing individual pre- and post- scores which may have generated more useful information.
A third limitation was the entirely virtual medium used for this project. Due to the
COVID-19 pandemic, as well as the proximity of the pilot facilities to each other, all meetings
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and data analyses were done virtually and remotely. This exclusive use of the virtual medium
may have limited project engagement by the pilot facility nursing staff as the project manager
was not a visible presence at the project pilot facilities and project team members were located
throughout multiple project facilities.
A fourth limitation for this project was the short project timeframe. ACP is a process that
takes time, patience, and practice, and more time than two (2) months may be needed to see the
full results of the interventions and achieve a statistically significant change. Ongoing
reinforcement of the learning concepts, data monitoring, and analysis will be necessary for
further project evaluation.
Discussion
Conclusions/Recommendations
Given the qualitative feedback from the pilot facility nursing staff, the minimal increases
in the project data points, and the strong academic literature support, the recommendation made
as a result of this project’s outcomes is to proceed with providing dedicated ACP education
aimed at the nursing staff throughout the senior housing organization. Another recommendation
is to continue to provide resources to nurses to assist residents and caregivers with ACP. Because
one educational opportunity may not be enough to sustain ongoing improvement in this area, it
would be beneficial to integrate some type of ACP or end-of-life conversation education into the
nursing education on an annual basis or provide multiple options for nurses to further their ACP
learning independently. Additionally, providing the nurses with opportunities to practice ACP
conversational skills through simulation and role playing may help to advance confidence in
having these conversations with residents and their caregivers. Simulation and role playing may
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provide the nurses with a no-risk medium to receive peer feedback and coaching prior to having
ACP conversations with residents and their caregivers (Flo et al., 2016; Kunte et al., 2017).
Because of the barriers that currently exist in the organization’s electronic medical record
(EMR) ACP documentation process, it would be beneficial to develop an organizational ACP
task force that consists of multiple disciplines (rounding providers, nurses, and information
technology personnel) to address ACP documentation and develop a process for more efficient
and effective ACP documentation. EMR upgrades could include developing a single dedicated
section within the EMR for ACP documentation where ACP conversations can be documented
as well as ACP data points (Turley et al., 2016). The task force could also look at exploring ways
data points documented within a dedicated ACP section of the EMR can automatically
synchronize to other sections of the EMR that also need to contain the information (i.e., code
status or presence of an ACP document) (Kantor et al., 2021). This synchronization could help
increase accuracy within the EMR and increase documentation efficiency, as documentation
would be performed in one (1) location instead of three (3).
An ACP taskforce could also focus on creating prompts within the EMR to remind
nursing staff when ACP should be revisited or when ACP conversations are needed, based on the
literature evidence and guidelines provided in this project. By having EMR prompts in place, the
nursing staff can then collaborate with rounding providers to ensure that both entities are
working together to accomplish these important conversations. It could also be helpful to have an
ACP champion located at teach of the organization’s facilities who staff can go to with questions
or concerns, and to keep the initiative to increase ACP conversations and documentation alive in
the organization.
Implications for Nursing Practice and Nursing Knowledge Development
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Assisting residents with ACP conversations is a vital role of the nursing profession (ANA
Center for Ethics and Human Rights, 2016). As a trusted profession, nurses must not shy away
from having these important conversations to continue to promote individual autonomy and
human dignity (ANA, 2015; ANA Center for Ethics and Human Rights, 2016). To accomplish
this important goal, however, nurses need to be provided with the tools to be able to have
comprehensive ACP conversations requiring adequate education, training, and experiences. This
project illustrates how ACP education for nurses can serve as a starting point to building
foundational knowledge in this essential end-of-life care area, and to help nurses explore their
role in the ACP process.
As leaders in healthcare, nurses also need to work with other healthcare professionals to
collaborate on ACP conversations and develop efficient workflows, communication strategies,
and documentation systems that promote comprehensive ACP. It is important that ACP be seen
as a team effort and not as the job of one healthcare entity. Through the entire team’s promotion
of ACP, the voices of residents can be heard early and often. Conversations that promote
expression of care goals will ensure residents receive care that is in alignment with their wishes
as they progress towards the end of life, and maximize the benefits of services such as hospice as
those services become appropriate.
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but not statistically
significant.

LOE: VI
Quality: High
Limitations: small
sample size, single
population – limits
generalizability.
No comparison group
or randomization.
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e and
practice.
Also, to
identify
barriers
to ACP
conversat
ions in a
bone
marrow
transplant
inpatient
unit
setting.

Jennings
et al.,
2019

To
describe
end-oflife care
preferenc
es and
acute
care/hosp
ice use in
the last
six
months

Interventi
on = 30minute
education
al session
Group
interview
s used to
identify
barriers
to ACP.

Educational content
included:
-definitions and
descriptions of ACP
and related terms
-goals/benefits of
ACP
-nurse’s role in ACP
-how to initiate an
ACP conversation
-how to document an
ACP conversation in
the HER
-provision of AD
forms for the nurses

Group interviews:
done 6 months after
the education to
assess barriers to
ACP
Design:
Sample: 322 Dementia care
Observati community- management
onal,
dwelling
program/model: NPs
retrospect participants partnered with PCPs
ive
enrolled in a and community
cohort
demented
organizations to
study
care
provide
managemen comprehensive
t program
dementia care,
including advance
Setting:
care planning. The
urban,
program serves to try

conduct ACP
activities on a
five-point
Likert scale;
how often they
assist patients
with ACP,
perceived
barriers;
whether they
had an AD.

Data from
medical
record:

used.
Wilcoxon
signed rank
test to
compare
levels of
confidence
and ACP
practice.

Most consistently
perceived barriers to
ACP: lack of time,
insufficient workflow,
and concerns about
questioning providers’
understanding of
patient wishes

Illustrates the need to
provide nurses with
sufficient ACP
education and
workflows to support
integrating ACP into
practice.

57% completed a
POLST

LOE: IV
Quality: Good

100% had a proxy
decision maker

Limitations: study of
a single program –
may not be
generalizable to the
greater population.
Smaller sample size.
May not have
captured all data
outside of the EHR.

Interviews:
recordings
reviewed
by the
project
team to
gather
common
themes.

Descriptive
statistics
utilized as
well as chiDocumentation squared or
of goals of care Fisher’s
discussions
exact test
for
Documentation categorical
of identified
variables
proxy
and
Wilcoxon-

64% had documented
advanced care
preferences
92% changed CPR
preference to DNR by
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of life for
participa
nts
enrolled
in a
comprehe
nsive
dementia
care
managem
ent
program
that
specifical
ly
addresses
advance
care
planning.

academic
medical
center

to maximize function, Advanced care
independence, and
preferences
dignity, while
reducing caregiver
POLST use
and financial burden
Hospice
Components: needs
discussions,
assessments of
consults, and
patients/caregivers,
enrollment
individualized
dementia care plans,
Place of death
monitoring/revising
care plans,
appropriate
community referrals
for services/support,
clinician access 24/7.
Advance care
preferences = CPR,
medical
interventions,
artificial nutrition

MannWhitney
rank sum
for
continuous
variables.
STATA
used.

the last 6 months of
life.
91% of participants
who changed medical
preferences in the last 6
months chose less
aggressive care
54% had no
hospitalization or ED
visits in the last 6
months of life
5% had an ICU stay in
the last 6 months of
life.
66% died at home
69% died in hospice
care
Those who completed a
POLST were more
likely to have
discussion about and
enroll in hospice care
Overall – the program
had high engagement in
ACP and hospice
utilization and low

Incorporates
components of the
dementia program,
specifically advance
care planning, goals
of care discussions,
and needs
assessments.
No conflicts of
interest.
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Ke et
al., 2015

To
Qualitati
explore
ve metanurses’
synthesis
views
regarding
impleme
nting
ACP with
elderly
adults.

18 articles
critically
appraised
and used for
thematic
synthesis.

Nurse experiences
with implementing
ACP for older people

Focused on
searching the
literature for
themes related
to nurses’
experiences
with
implementing
ACP for older
people.

Literature
evidence
appraisal
and
synthesis.

acute care use in the
last 6 months of life.
Four themes identified:
-Perceived
disadvantages and
advantages of ADs: too
structured, can cause
confusion, useless in
some situations.
Advantages: allow for
patient autonomy,
guide conversations,
empowers families,
help resolve conflicts,
decrease moral
burdens.
-Nurses’ responsibility
and roles for
implementing ACP:
some consider this
within scope of
practice, some do not
want to be responsible.
Blurred lines on
responsibility.
-Facilitators and
barriers to
implementing ACP:
facilitators:
professional features of
nurses. Barriers: issues
of older people, family,
environment, time,

LOE: V
Quality: High
Limitations: broad
review, not specific
to one care setting,
limited number of
studies evaluated.
Illustrates that nurses
find ACP important
but have specific
barriers for
conducting ACP
conversations. There
is need for clarity of
the nurse’s role in
ACP as well as needs
for nursing to
increase discussions
surrounding ACP.
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Kelly et
al., 2019

Systemati
c review
to test the
efficacy
of ACP
for
people
diagnose
d with
dementia
and to
describe
the
settings/p
opulation
s it has
been
studied.

Systemati
c review
and
narrative
synthesis

30 articles
included
with 29
intervention
s. 16 were
in nursing
homes.

Looked at acute care,
community, and
nursing home
settings.
Types of ACP
interventions
Participants
Measures
Effectiveness of
interventions

Extensive
literature
review –
synthesis
reported out in
tables and
narratively

Data
extracted
using
Excel.
Interventio
n data
extracted
using the
Template
for
Interventio
n
Description
and
Replication
Checklist.

culture, cost, language,
comfort, and
knowledge of health
care teams.
-Nurses’ needs and
recommendations for
implementing ACP:
training, education
specific to ACP, ADs,
and legal issues,
guidelines for ACP,
educational materials
such as printed guides.
Nursing home setting:
8 interventions
involved education
session for facility
staff, 5 involved
decision aids for
patients/caregivers
Nursing home:
Interventions increased
concordance between
EOL wishes and care
provided.
ACP discussions were
higher than ACP
documentation.

LOE: I
Quality: High
Limitations: did not
specifically mention
hospice but did
discuss the effect of
ACP on EOL
outcomes and
concordance with
care wishes
(particularly in
nursing home
settings), which often
encompasses hospice.
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ACP can influence care
practices and decrease
hospitalization.
Studies highlight the
need for ongoing
efforts to increase ACP
in the population.
Interventions that had
the greatest effect on
ACP compliance
involved
comprehensive
education for staff in
nursing homes.
Also showed that ACP
often needs multiple
prompts over time.
Kirolos
et al.,
2014

Synthesiz
e
evidence
regarding
interventi
ons to
increase
hospice
enrollme
nt

Systemati
c review
of
different
types of
quantitati
ve studies

419 studies
yielded
from search
–6
applicable
to the
eligibility
criteria
3 cohort
studies

Rate or referral to
hospice: number of
patients referred or
enrolled in hospice
during the evaluation
period.

Rate or referral
to hospice
postintervention
from each of
the reviewed
studies.

Data
extraction
completed
by two
investigator
s.
Differences
resolved by
4
investigator
s

Interventions:
Communication
strategy to physicians
Development of
palliative care teams
within nursing homes
Advanced illness
management program
(2 studies)– bridge

LOE: V
Quality: Good
Limitations: Number
of studies that met
inclusion criteria was
low and the studies
themselves were
mainly cohort and
pre-post studies.
Observational studies
had some difficulty
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2 pre-post
design

Quality
assessed
using Jadad
et al and
STROBE
checklists

1 RCT

Kunte et
al., 2017

To
evaluate
whether
increasin
g end-oflife

Quality
improve
ment
project

2 LTC
facilities:
215-bed
urban, inner
city facility
and 148-bed

Utilized the End-ofLife Nursing
Education
Consortium
(ELNEC). This
addresses EOL care

To evaluate
learner
knowledge, the
ELNEC
Knowledge
assessment test

between curative and
comfort care in
chronically ill patients

analyzing for
confounders. Not
specifically related to
dementia, but did
Referral and enrollment include LTC studies.
to disease-specific
advanced care planning The low number of
eligible studies was a
Education of case
result of a rigorous
managers on ACP.
inclusion criteria for
the review purposes.
Hospice referrals
Results of the studies
increased after 5 of the were consistent that
interventions –
palliative or
statistically significant communication
(not one of the
strategies were
advanced illness
effective in
management programs) increasing hospice
referrals. The
Presence of a health
consistency from the
care directive was
studies adds value for
measured in 2 of the
project evidence.
studies – statistically
significant increase
after intervention

Post-education, EOL
knowledge of nursing
assistance showed
more improvement
than that of nurses. All
nursing staff rated their

LOE: VI
Quality: Good
Limitations: small
study sample size,
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Miller et
al., 2017

knowledg
e of LTC
nursing
staff
increased
the rate
of LTC
residents
with ADs
and
decreases
rate of
hospital
transfers.
To
evaluate
the value
of
expanded
palliative
care
services
for NH
residents
with
moderate
to very
severe
dementia

suburban
facility.
Nursing
staff of the
day and
evening
shifts of a
select unit at
each
facility.

Design:
Retrospe
ctive
cohort
data
analysis
of
merged
palliative
care data

Sample:
consultation
data from
residents in
31 nursing
homes in 2
states with
Medicare
data –
identified
resident
with
palliative
care
consultation
s and
demented,
deaths in
2006-2010

education for nurses
and nurse assistants
for geriatrics.
Nursing staff
received 3 weekly
30-minute education
sessions.

Early palliative care
consults: 31-180 days
before death
Late palliative care
consults: 1-30 days
before death
Hospital or acute care
use 7 and 30 days
before death
Palliative care
services included
family meetings,
advance directive
review and goals of
care discussions.

was used – pre
and post.
Also used a
brief survey to
evaluate the
effectiveness
of the
education
sessions.

Level of
dementia:
cognitive
performance
scale and ICD10 code
Outcomes
measured
using Medicare
claims postconsultation

Propensity
scores:
logistic
regression
models
STATA
used
Weighted
multivariat
e logistic
regressions
used to
control for
confoundin
g variables.

knowledge higher.
Documentation of EOL
preferences for
residents increased
very minimally.
Resident transfers to
the hospital reduced
dramatically.

short time frame to
measure results.

Residents with
consultations had lower
end-of-life
hospitalizations and
burdensome transitions
than matched controls;
earlier consultations
produced lower rates
than later consultations.

LOE: IV
Quality: High

Suggests that earlier
palliative care services
can help avoid
hospitalizations and
late hospice referrals.

Illustrates how
increasing nursing
staff knowledge of
EOL and ACP can
have a positive effect
on EOL outcomes.

Limitations: due to
observational design,
definite cause-effect
relationship cannot be
established. May not
be generalizable
beyond the
population studied.
Rigorous methods
used for data
collection and
analysis.
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217 people
with
consultation
s with 3
controls for
each
consultation
recipient
(using
propensity
score
matching)

Scheffey To
et al.,
determin
2014
e whether
outpatien
t, clinicbased
palliative
care vs
none
influence
s hospice
LOS for

Retrospe
ctive
cohort
study

Setting: two
palliative
care
organization
s in 2 states
– NC and RI
Sample:
Intervention
group = 342
patients
seen in
outpatient
palliative
care in the
year prior to
hospice
enrollment

Potentially
burdensome
transitions:
hospitalization or
hospice admission
within 3 days of
death or >1
hospitalization or ER
visit in last 30 days of
life

Pscore
matching =
112
consultatio
ns and 259
controls in
“later”
group; 91
consultatio
ns and 170
controls in
“earlier”
group

Dementia: moderate
to very severe

Outpatient palliative
care clinic: staffed
by palliative care
physicians, NPs.
Each visit they
assessed symptoms
and often advance
care planning and
goals of care
discussions. Hospice
presented if
appropriate.

Hospice LOS:
distributions
measured from
medical record
chart review

Statistical
analysis
using R
Statistical
Language.
Matching
strategies
used for
control
population

Directly relates to the
study population and
outcomes of interest.

Statistically significant
increase in hospice
LOS between
intervention and
control group: prior
palliative care
consultation = median
of 24 days, no prior
palliative care =
median of 15 days.

LOE: IV
Quality: Good
Limitations:
establishes possible
association, but not
causality. Potential
for bias with referred
sample. May be
difficult to generalize
beyond the study
population. Does not
specifically account
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applicabl
e patients

Control
group =
1368
(matching
strategies
used – 4
matches for
each
intervention
patient)
hospice
patients not
seen by
palliative
care
Large
percentage
of cancer
diagnoses,
17% noncancer
Setting:
Capital
Caring –
large
nonprofit
hospice and
palliative
care
organization
in

Palliative care prior
to hospice group
(intervention)
No palliative care
prior to hospice
group (control)

LOS
distribution
s compared
using logrank test
and sign
test
P-values <
0.05 =
statistically
significant

for dementia care
although nonmalignant illnesses
were included in the
study population.
This study focuses on
specialized palliative
care consultation;
however ACP is a
major part of it,
increasing
applicability to the
project
Variety of methods
used for matching
controls, to attempt to
account for
confounding factors
and sound statistical
methods.
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van der
Steen et
al., 2014

Defining
optimal
palliative
care
guideline
s in
dementia

Design:
5-round
Delphi
study and
consensu
s
statement

Washington
DC area – 5
outpatient
clinics
Sample/setti
ng: 12
experts from
6 countries
drafted
evidencebased
recommend
ations and
domains for
demented
palliative
care. 89
experts from
27 countries
were invited
to review
and evaluate
(64
participated)

Round 1: Drafting of
domains and
recommendations
from core group of
experts
Rounds 2 & 3:
evaluation by expert
panel (64 experts
from 23 countries)
Round 4: Decisions
by the core group
about the
recommendations
that did not get full
consensus from the
experts
Round 5: adapting of
the explanatory text

Round 1:
literature
review
(studies,
reviews,
guidelines,
position
papers, legal
documents)
and expert
input (12
experts from 6
countries)
Rounds 2 & 3:
online survey
using Likert
scales
Round 4:
Revisions by
core group and
independent
preference
ratings – had to
have at least 5
consensus
members to
accept.

Statistical
group
responses
to
determine
consensus

11 domains and 57
recommendations on
palliative care and
treatment in dementia
in the final version.

LOE: Mixed (VI and
VII)
Quality: High

Limitations:
adjustments may be
Applicable to the
needed for
project:
implementation in
-2 aspects to palliative
different geographic
care: approach and then regions (for culture
specialist consultation
and practice)
when needed
Identifies core
- shared decision
components of
making including
palliative care in
patients and families – dementia and
issues addressed on a
illustrates its
regular basis
importance in overall
care. For project
-prioritizing goal
purposes, specifically
setting and advance
illustrates ACP as a
care planning and
core aspect of the
starting this early in
palliative care
disease trajectory
approach to dementia
-anticipating
progression of disease
and revisiting ACP on
a regular basis
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Round 5:
recommendatio
ns sent to
EAPC for
comments

-discussing terminal
nature of the disease
early to prepare
patients and families
-avoiding overly
aggressive or
burdensome care
-optimal treatment of
symptoms
-family care and
involvement
-education for the
health care
team/professionals on
palliative care approach
This work is
encouraged in longterm care settings

Wendric
h-van
Dael et
al., 2020

Identify
and
summariz
e
evidence
related to

Overview
of
existing
systemati
c reviews
(umbrella

Nineteen
reviews
identified
and 11
primary
studies. 163

Effectiveness of ACP
Barriers and
facilitators for ACP

Through
synthesis of
available
evidence –
synthesis well-

Themes in
the
literature
broken
down and
described

Research is needed in
prognostication
Effectiveness of ACP:
in all primary studies –
increased concordance
between care and
wishes, increased
knowledge of resident

LOE: I
Quality: High
Limitations: Quality
assessment used a
modified tool, which
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how ACP
is
conceptu
alized
with
dementia,
effective
ness of
ACP in
dementia,
and
experienc
es of
patients/c
aregivers/
professio
nals in
the realm
of
dementia

review)
(evaluate
d
qualitativ
e and
quantitati
ve
evidence)
and
primary
studies
not
identified
by the
systemati
c
reviews.

unique
articles
analyzed.
Quality
appraised
using
AMSTAR-2
and Joanna
Briggs
Institute.

Experiences with
ACP in dementia
Support tools for
healthcare
professionals

described in
the literature.

in table
format,
along with
the quality
of the
articles

wishes, increased
hospice use.
Care outcomes: ACP
increased ACP
knowledge and
confidence with
decision-making,
decreased conflict
Relationship continuity
helps with ACP – for
trust development
Barriers: staff lack of
training for difficult
conversations,
awareness of dementia
trajectory, and
confidence in service
knowledge at the end
of life.
ACP training is
associated with
improved outcomes in
nursing homes

may have impacted
validity. Wide range
of outcome measure
definitions. More
studies are needed to
further validate.
Directly applies to
study population.
Multiple studies
identified the resulted
statements, increasing
reliability
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Appendix B
Letter of Support From the DNP Project Site
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Appendix C
St. Catherine University IRB Approval Letter
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Appendix D
Pre-Project Email to the DNP Project Pilot Facility Nursing Staff
To Whom it May Concern,
You are being asked to participate in a quality improvement pilot project about advance care
planning which will be conducted by Janelle Thoreson, MSN, APRN, CNP, doctoral student in
the Department of Nursing at St. Catherine University. The project is being conducted as a pilot
project in three of XXX’s memory care facilities: XXX, XXX, and XXX. If the pilot project is
successful, there is potential for broader application throughout the organization.
Advance care planning (ACP) can help to ensure end-of-life decisions are honored by proxy
decision-makers, ultimately improving quality of life for affected individuals. The purpose of
this project is to investigate the effect of dedicated advance care planning (ACP) education on
nurses’ knowledge and confidence with having ACP conversations. Specifically, the outcome
being evaluated is looking at nurse confidence with assisting individuals affected by dementia
with having ACP conversations. The quality improvement project will also investigate if this
education serves to increase ACP discussions with residents in the XXX memory care facilities.
As part of the quality improvement pilot project to improve ACP in XXX’s memory care
facilities, you are first being asked to participate in a survey to evaluate your baseline
knowledge, confidence, and experiences surrounding advance care directives and advance care
planning.
The name of this survey is the Knowledge, Attitudinal, Experiential Survey on Advance
Directives (KAESAD). It is a validated assessment tool, developed by Dr. Mary Ann Jezewski.
The questions are in True/False and a 5-point Likert scale format (rating answers from 1 to 5;
numbers are defined in the survey). The answers you provide in the survey will be sent back to
me as de-identified responses, meaning I will have no way of knowing who answered what to
each question. There is one question that asks you to give the last 4 digits of your phone number.
The sole purpose of this number is to be able to compare answers pre- and post-intervention
without you having to remember a random number. I am the only person who will see those
numbers, and as I do not have access to your phone numbers, they will not be traced back to you.
The survey will take about 5-10 minutes to complete. The link to take the survey is attached at
the bottom of this email.
In the coming week, you will be asked to participate in either a live or recorded educational
session about advance care planning (ACP), be introduced to some tools that can assist with ACP
and learn how ACP conversations can systematically be incorporated into XXX’s practice on a
consistent basis. In a few months, you will be sent another copy of this same survey to complete
for a second time. The purpose of the follow-up survey is to measure if the provided education
and subsequent experiences have affected your knowledge and confidence in assisting with ACP
conversations with facility residents. Again, your responses to the follow-up survey will be deidentified.
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There are no anticipated risks to your completing the surveys, completing the educational
session, or using the provided educational materials.
Direct benefits of participating in this quality improvement initiative include increased
knowledge and confidence in having ACP conversations and being able to assist an increased
number of XXX memory care residents with ACP conversations. More globally, increased ACP
can reduce unnecessary hospitalizations, futile treatments, and overall healthcare costs. It is my
hope that increasing your professional knowledge and confidence in this area will also be
personally and professionally rewarding as you provide care to your residents at XXX.
As previously stated, there is no identifying data on the surveys and your participation in this
project will also be kept confidential. However, the results of the project, as a whole, may be
shared with XXX, St. Catherine University, and the greater nursing community.
I encourage you to answer the questions to the best of your ability, even if you are not sure of the
answers. If you have any questions or reservations about your ability to complete this survey,
please do not hesitate to reach out to me. Additionally, as we proceed with this project, I would
encourage you to reach out to me with any ongoing questions or feedback about this project as
we will be continually evaluating progress and making necessary changes throughout the project
timeline.
Please note, Dr. Jezewski, the author of the KAESAD survey, has granted permission to just me,
as the project manager, to distribute the survey. You, alone or as part of a larger group, are not
allowed to reproduce any part of the KAESAD without permission from the author.
Thank you for your participation in this quality improvement project and for being willing and
open to facility changes to further enhance the care of XXX residents. I know firsthand how busy
the healthcare environment is, and I appreciate your willingness to partner with me in this
project.
Please respond to this first survey by 1/14/22.
{insert link to take the survey}
Sincerely,
Janelle Thoreson, MSN, APRN, CNP, OCN
St. Catherine University Doctor of Nursing Practice student
Jmthoreson484@stkate.edu
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Appendix E
Nurse Education Module PowerPoint Slide Deck
Slide 1

Optimizing Advance Care Planning in
Dementia Care
Education for Nurses as Part of an Evidence-Based Practice Project
JANELLE THORESON, MSN, APRN, CNP, OCN
D O C TO R O F N U R S I N G P R A C T I C E S T U D E N T
S T. C AT H E R I N E U N I V E R S I T Y, S T. PA U L , M N

Slide 2

Meet the Project
Coordinator
❖Doctor of Nursing Practice student at St. Catherine
University, St. Paul, MN
❖Professional Background:
❖Medical Oncology RN for 14 years
❖Now: Adult-Gerontology Nurse Practitioner,
practicing in Medical Oncology.
❖Special Interests:
❖Professional nursing, medical oncology,
hematology, geriatrics, end-of-life care, patient
education, and advocacy.
Janelle Thoreson, MSN, APRN, CNP, OCN
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Slide 3

Learning Objectives
❖Articulate what advance care planning is, why it is important, its benefits, barriers,
and the significance of advance care planning in dementia care.
❖Discuss legislation that governs advanced directives at the federal and state level.
❖Describe the nurse’s role in advance care planning.
❖Articulate a framework for advance care planning and incorporate best practices
for advance care planning conversations in dementia care into the practice setting.
❖Discuss the significance of medical decision-making capacity in advance care
planning, and how to use the ACE tool to assist with capacity assessment, if
needed.
❖Become familiar with the Conversation Project materials and use them in the
practice setting to assist residents and families with advance care planning
conversations.
❖Describe the standard process Ecumen® will follow for initiating, following-up on,
re-visiting, and documenting advance care planning conversations and documents.

Slide 4

Why Are We Doing This at Ecumen®?
❖Draw awareness to the importance of advance care planning.
❖Educate nurses and provide the tools and resources to feel confident assisting residents and
their caregivers with advance care planning conversations.
❖Provide the organization with a standard process for nurses to follow for advance care planning.
❖Make it easier to find advance care planning conversations and documents through streamlined
and standardized documentation.

❖Work to ensure residents affected by dementia are given the opportunity to voice their care
wishes as early as possible, ideally when they still have decision-making capacity.
❖To be able to more easily identify residents who qualify for and desire hospice services and help
them optimize their hospice benefits.

❖To normalize advance care planning conversations and encourage everyone to participate for
more personalized care and better quality of life for residents.
(Image from Ecumen.org, used with permission)

Slide 5

Advance Care Planning
❖Advance Care Planning (ACP): the process of planning for future
medical care in the event an individual can no longer make their own
decisions or voice their own wishes.
❖Conversations that discuss and evaluate values, personal goals, and
religious and cultural beliefs.
❖Recommended for all adults, regardless of age or health status.
❖Ideally starts at home, with loved ones, before serious illness occurs.
❖Often includes:
❖Identifying a surrogate decision-maker: a person who is designated
to make medical decisions for an individual if the individual is unable.
❖Describing medical care that an individual wants and does not want
under certain circumstances.
(Izumi, 2017; National POLST, 2021)

80
Slide 6

Advanced Directives
❖Advanced directives/Health care directives:
documents that describe an individual’s wishes for
medical care if the individual does not have the
capacity to communicate them. Also involves
designation of a health care agent.
❖AKA - living will and durable health care power of
attorney.
❖In Minnesota – “Health Care Directive” describes a
combination of both.
❖Legal documents.
❖Can be completed at any time/state of health.
❖Do not require a health care provider.
❖Not medical orders for treatment/no treatment.
(Izumi, 2017; Minnesota Board on Aging, n.d.)

Slide 7

POLST
❖Physician Orders for Life-Sustaining Treatment (POLST): medical orders for the care
that an individual receives near the end of life.
❖Helps to ensure that an individual’s health care wishes are communicated to
emergency personnel and other health care providers.
❖Recognized by emergency services, hospitals, long-term care facilities, and other
health care professionals in Minnesota.
❖In Minnesota, must be signed by a Physician, Advanced Practice Registered Nurse, or
Physician Assistant.
❖Most appropriate for individuals with serious illnesses whose death is foreseeable in
the near future.

(Izumi, 2017; Minnesota Medical Association, 2021; National POLST, 2021)

Slide 8

Minnesota
POLST
Form

(Minnesota Medical Association, 2021)
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Slide 9

Advance Care Planning Focus
❖The focus of ACP has changed:
❖Having a written advance directive document or POLST alone is NOT the definition of ACP,
although this can be part of ACP.

❖ACP is encouraging ongoing conversations with loved ones, surrogate decision-makers, and
health care providers.
❖Identifying values, what is important to an individual, and health care preferences/wishes.
❖Having an advanced directive and/or POLST is still extremely helpful!
❖Desired in effective ACP communication.
❖Take home point – the goal of advance care planning is not to have a “one and done”
conversation or document that sits on a shelf or in a chart and never gets looked at until a
serious health event happens. Instead, the goal is to keep the conversation alive as time goes on
and make sure that documented wishes always remain in alignment with an individual’s care
preferences, goals, and values, and these are communicated with surrogate decision-makers and
loved ones.
(Izumi, 2017; Minnesota Medical Association, 2021)

Slide 10

Why is Advance Care Planning Important?
❖Approximately 1 in 3 (33%) adults has completed an advance directive
in the United States, with no significant difference between healthy
adults and those living with chronic diseases.

Advanced Directives

❖Advance directive completion rates did not go up from 2011-2016,
compared with before 2010, despite numerous improvement initiatives.
❖What does this tell us?
❖Americans are at risk for receiving care at the end of life that is not in
alignment with their preferences, goals, and wishes.
❖Risk of increased stress and suffering to affected individuals and
surrogate decision-makers.
❖Risk for unwanted hospitalizations and rising health care costs.
❖We need to normalize the conversation around ACP and make it a part
of organizational culture.

Yes

No

(Yadav et al., 2017)
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Advance Care Planning Benefits
Assists health care
professionals in having
meaningful conversations
with individuals about care
wishes, preferences, and
goals.

Promotes patientcentered care that is in
concordance with patient
goals – good for
population health.

Allows for proactive
arrangements for care
needs.

Reduces decisional
burdens on surrogate
decision-makers.

Improves the grief and
bereavement experience
for families and loved
ones.

Positively impacts the
quality of end-of-life care,
preventing unwanted
hospitalizations and
increasing use of palliative
and hospice services.

Decreases use of futile
and unwanted aggressive
treatments at the end of
life.

Decreases in-hospital
deaths.

Reduces the overall cost
of end-of-life care.

Promotes advanced
directive completion.

Increases the likelihood
of complying with
advanced directives.

Allows individuals with
dementia to express care
wishes while they still
have decision-making
capacity.

Improves outcomes and
patient experience.

(Nous Foundation, 2021)
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Advance Care Planning in Dementia
❖Alzheimer’s dementia was the 6th leading cause of death in 2019.
❖Prevalence: 6.2 million Americans aged 65+ (2021); projected to be almost 13 million by 2050

❖Can have variable trajectory, and survival can be difficult to predict.
❖Often go through stages: early, middle, and late.
❖Late stage: Profound memory deficits, decline in verbal abilities, decreased motor skills,
inability to perform ADLs
❖Important to have ACP conversations as early in the trajectory as possible.

❖In later stages, decision-making capacity declines, requiring surrogate decision-makers to assist
with medical decision-making.
❖Surrogate decision-makers often find it difficult to predict the affected individual’s end-of-life
care wishes if they have not previously had the conversations.
❖Increased burden on decision-makers; can decrease quality of life for affected individuals.
❖Research shows that systematic ACP, especially within care settings, can influence care
practices, increase compliance with affected individuals' care wishes, and decrease
hospitalizations.
(Alzheimer’s Association, 2021; Bartley et al., 2018; Kelly et al., 2019; National Center for Health Statistics, 2021)
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Advance Care Planning Barriers
Individual:

• Procrastination – “I will do it later.”
• Dependence on family – “They will know
what I want.”
• Lack of knowledge.
• Misunderstanding what ACP entails.
• Difficulty talking about the subject.
• Waiting for health care professionals to
bring it up.
• Cultural differences.
• Fear of signing one’s life away.
• Fear of not being treated.

Health Care Setting:

• Lack of time.
• Misunderstanding about when ACP is
appropriate.
• Fear of offending or angering someone.
• Uncertainty of role responsibilities –
Whose job is this?
• Health care professional knowledge,
confidence, or experience deficits.

(Denning et al., 2019; Izumi, 2017)
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Advanced Directives: Legal Information
❖Patient Self Determination Act (PSDA) of 1990:
❖Requires hospitals, skilled nursing facilities, home health agencies, hospice programs, and
health maintenance organizations to maintain written policies and procedures regarding the
following:
❖Inform individuals of their rights, under State law, to make their own medical care decisions, including the right to
accept or refuse treatment.
❖To inform individuals of their right to make an advanced directive, which outlines wishes for care when individuals
are not able to speak for themselves. This can be through:
❖Appointment of a surrogate decision maker who speaks on the behalf of the individual
❖Written instructions concerning an individual's health care wishes
❖Periodically ask if individuals have advanced directives and document care wishes
❖Not discriminate against individuals who have an advanced directive
❖Ensure that advanced directives are honored as permitted by State laws
❖Provide education for medical staff, patients, and community members on ethical issues regarding advanced
directives and self-determination.

❖For more information: https://www.congress.gov/bill/101st-congress/house-bill/4449/text
(Patient Self Determination Act, 1990; Teoli & Ghassemzadeh, 2021)
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Minnesota Statute 145C: Health Care Directives
❖An individual with capacity may formulate a health care directive. May include:
❖One or more health care instructions to health care providers, family, agents, or others
assisting with health care.
❖Power of attorney – to make health care decisions when the individual lacks capacity.

❖Legal requirements for a health care directive in MN:
❖Must be in writing.
❖Must be dated.
❖Must state the individual’s name.
❖Must be executed by the individual with capacity with their signature, or with the signature
of another individual authorized by the individual to sign on their behalf.
❖Must be verified by a notary public OR 2 witnesses.
❖Must include a health care instruction, health care power of attorney, or both.
(Minnesota Statute: Health Care Directives, 2008/2021)
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Minnesota Statute 145C: Health Care Directives
❖Who cannot be a health care agent?
❖Individuals under the age of 18
❖Health care provider or employee of a health care provider attending to the individual on
the date of execution of the directive or decisions must be made.
❖Unless related to the individual by blood, marriage, registered domestic partnership,
adoption, or unless the individual has otherwise specified in the directive.
❖What cannot be requested be requested by a heath care directive or agent?
❖Treatment outside of reasonable medical practice.
❖Assisted suicide.
❖For more information: https://www.revisor.mn.gov/statutes/cite/145C
❖MN Department of Health, Q&A about Health Care Directives:
https://www.health.state.mn.us/facilities/regulation/infobulletins/advdir.html
❖Suggested health care directive form for Minnesota from the Minnesota Attorney General:
https://www.ag.state.mn.us/consumer/handbooks/probate/HealtCareDir.pdf
(Minnesota Department of Health, 2019; Minnesota Statute: Health Care Directives, 2008/2021)
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The Role of Nursing in Advance Care Planning
❖From the Nursing Code of Ethics (2015):
❖“Nurses have an obligation to be familiar
with and to understand the moral and
legal rights of patients. Nurses preserve,
protect, and support those rights by
assessing the patient’s understanding of
the information presented and explaining
the implications of all potential decisions”
(p. 2).
❖“Nurses should promote advance care
planning conversations and must be
knowledgeable about the benefits and
limitations of various advance directive
documents” (p. 3).
❖“Nurses have invaluable experience,
knowledge, and insight into effective and
compassionate care at the end of life” (p.
3).

❖American Nurses Association Position Statement:
Nurses’ Roles and Responsibilities in Providing Care
and Support at the End of Life (2016):
❖“Nurses and other health care providers have a
responsibility to establish decision-making
processes that reflect physiologic realities,
patient preferences, and the recognition of what,
clinically, may or may not be accomplished”
(para. 3).
❖Decision-making for the end of life should occur
over years and not simply right before death –
nurses should be resources and sources of
support for patients and families to promote and
accomplish these decision-making conversations.
❖Always keeping patient autonomy and respect
at the forefront of the decision-making
process.
❖Coordination of advance care planning effort is
especially important when individuals are
affected by conditions such as dementia or
neurodegenerative diseases.
(American Nurses Association [ANA], 2015; ANA Center for Ethics and Human Rights, 2016)

84
Slide 18

Role of Nursing
❖Nurses are at the bedside with residents, so they are well-poised to facilitate initial ACP
conversations and encourage continued and ongoing discussion.

❖ Nurses can teach residents about ACP and assist them with thinking about preferences,
encourage decision-making, and clarify questions.
❖Introduce ACP as a proactive and dynamic process, rather than a 1-time decision-making
event.
❖Encourage early conversations, before a major health event happens.
❖Provide education and materials to assist with decision-making.
❖Discuss the “what if” situations.
❖Encourage appointment of surrogate decision-makers.
❖Re-visit the conversations when life circumstances change, or major health events happen.
❖Teach other health care team members about the importance of ACP – it’s everyone’s job!
❖Normalize ACP conversations.
(Hospice and Palliative Nurses Association, 2011; Izumi, 2017)
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Initiation of ACP
Preconditions
for Optimal
Implementation
of ACP

Advance Care Planning
in Dementia Care:
Recommendations
for Healthcare Professionals

Evaluation of
Mental Capacity

Domains of ACP

End-of-Life
DecisionMaking

(Piers et al., 2018)

Documentation
of Wishes and
Preferences

ACP when it is
Difficult or no
Longer Possible
to
Communicate
Verbally

Performing ACP
Conversations

Role and
Importance of
Those Close to
the Individual

(McCallion et al., 2017; Piers et al., 2018; van der Steen et al., 2014)
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Initiation of ACP
❖Start introducing the topic as early as possible.

❖Establish trust.
❖Watch for readiness.
❖Be in touch with the health care team, including the rounding providers.

❖Integrate the conversations into the daily care of residents.
❖Have conversations on several occasions.
❖Capitalize on spontaneous opportunities.
❖Approach from a values-based angle, vs a treatment-based

❖Be alert for triggers and opportunities to talk about ACP.

❖Examples: Diagnosis, discussing the care plan, changes in health status, transitions to different care levels.
❖Revisit conversations as the illness evolves.

❖Healthcare professionals should initiate the conversations if the residents or families do not.

❖Remember: each person is an individual. Conversations should be tailored to each individual’s
situation.

❖Also true of any ACP documents – amount of detail should be tailored to the individual and what is available.
(de Lima Thomas et al., 2018; Piers et al., 2018; van der Steen et al., 2014; Wendrich-van Dael et al., 2021)
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Medical Decision-Making Capacity
❖Decision-making: Competence vs Capacity
❖Competence: Legal term – determined by a court system. Refers to more global decision-making.
❖Capacity: Medical term – determined by health care professionals. Refers to the ability to make decisions
about medical treatments and other aspects of health care. Can vary between circumstances.
❖Four elements of medical decision-making capacity:
❖Demonstrate understanding
❖“What is your understanding? What are your options? What are the benefits and risks? What could happen
if nothing is done?”
❖Demonstrate appreciation
❖“What do you believe about your condition? Why has a treatment been recommended? Do you think this is
best for you? Why/Why not?”
❖Show reasoning
❖“What is most important to you in making this decision? What factors are helping you decide? What do you
think will happen to you?”
❖Communicate choice
❖“Have you decided what you want to do? What are your choices for your care?”
(Barstow et al., 2018)
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More on Capacity
❖Recommendations regarding medical decision-making capacity:
❖A diagnosis of dementia does NOT automatically mean loss of decision-making capacity.
❖Until proven otherwise, always first assume full mental capacity.
❖When in doubt, err on the side of the affected individual.
❖Regard mental capacity as fluctuating, not static.
❖ Can change from situation to situation.
❖Task-specific: capacity for making a decision at a particular time.
❖Stay in contact with the affected individual to ensure their maximum participation.
❖Formal capacity assessment when necessary.
❖In cases of doubt or disagreement between health care providers and/or individuals close
to the affected individuals.
❖When decisions can have far-reaching consequences.
❖Include a multi-disciplinary team, if possible.
(Barstow et al., 2018; Piers et al., 2018)
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ACE Assessment
❖ACE = Aid to Capacity Evaluation
❖Validated tool that can be used in clinical practice.
❖Free and open to the public for non-commercial use.
❖Can be performed in less than 30 minutes.
❖Includes training materials.

❖Purpose: to help clinicians systematically evaluate medical decision-making capacity in
an individual.

(Etchelis et al., 1999; University of Toronto Joint Centre for Bioethics, 1999; Sessums, 2011)
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ACE Administration Instructions
1. Before assessing capacity, identify and address any barriers to communication (i.e., hearing

impairment, visual impairment, language barrier, dysphasia, dysarthria). Other people may help
an individual communicate (i.e., interpreter). These other people should not attempt to answer
questions for the individual being assessed.
2. While assessing capacity, the assessor must:
◦ Disclose information about the treatment, alternatives, risks, and side effects of treatment,
and the consequences of not having treatment, that a reasonable person in the same
circumstance would require in order to make a decision.
◦ Respond to any questions or requests for other information.
3. The process of disclosure may continue throughout the assessment.
4. Use the affected individual’s own words whenever possible.
5. Do not assess whether you agree or disagree with an individual’s decision. Assess the
individual’s ability to understand and appreciate their decision.
*Link to complete instructions for performing the ACE assessment, along with sample questions
and scoring: https://www.cmpa-acpm.ca/static-assets/pdf/education-and-events/residentsymposium/aid_to_capacity_evaluation-e.pdf
(University of Toronto Joint Centre for Bioethics, 1999)
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ACE
Assessment
Form
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ACP Conversations
❖Adjust communication style and the dialogue to the individual.
❖Find a quiet place, allow for privacy and time.
❖Consider the individual’s cognitive and abstract thinking ability.
❖Find out who the significant people are in the individual’s life.
❖If there is a legal health care POA, involve them in conversations.

❖Lead the conversation, but do not make it too structured or prescribed.
❖Not everyone will want to talk about everything or be able to.
❖Use of supportive materials or guides may help individuals follow.
❖Provide education and clarification, but do not influence decisions.
❖Explore the individual’s knowledge and awareness of their disease.
❖Expectations, understanding of disease trajectory, misconceptions.
❖If the individual is reluctant or lacks disease awareness, do not push.
❖Come back to the conversation later, when ready.
❖Set up visit with healthcare provider to clarify, if needed.
(Piers et al., 2018; Wendrich-van Dael et al., 2021))
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ACP Conversations
❖Conversations are best done on several occasions.
❖Ask permission, try not to overwhelm, establish trust.
❖Look for opportunities to integrate the conversation. Listen and watch for “cues.”

❖Learn more about the individual.
❖What is their “story”?
❖Important values, norms, preferences, and ideas.
❖Listen actively, acknowledge emotions, summarize to ensure understanding.
❖Discuss the individual’s current experience.
❖Quality of life, fears, questions, concerns.
❖Discuss fears and concerns for the future and end-of-life.
❖If possible, guide the individual in forming goals for care and specific wishes.
❖Goals can change as the disease changes.

❖Discuss whether the individual would like to complete a health care directive or if they have in the past.
❖Make a plan to revisit or follow-up in the future.
(Piers et al., 2018; Wendrich-van Dael et al., 2021)
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Ideas about a good life
(values discussions):
“What is important to you?”
“Which things make you feel
joy?”
“What makes life worth living?”
“What do I need to know about
you to give you the best possible
care?”
“Do you have cultural, religious,
or spiritual believes? Would you
like to talk about these with
someone?
“Could you summarize for me
what the doctors have told you
about your current health
status?”
“What makes you happy? What is
essential for your quality of life?”
“Is there something you are
strongly looking forward to?”

Preferences for current care and
treatment:
❖ “How do you consider your
current quality of life?”
❖ “Do you feel like you have a
good life?”
❖ “How do you cope with your
dementia?”
❖ “What is the hardest part for
you about living with
dementia?”
❖ “What does aging mean to
you?”

Wendrich-van Dael et al.,
2021, p. 315

Preferences for future care and goals:
❖ “When considering the future, what
do you hope for/are you worried
about?”
❖ “When considering your illness, what
would be the best or worst thing that
could happen to you?”
❖ “Is there anything you are afraid of?
What would your rather avoid?”
❖ “Have you ever considered the
medical care you would like to
receive if and when you are no
longer able to decide for yourself?”
❖ “Is it important to you to make your
own decisions? What things would
you like to decide for yourself?”
❖ “What is more important to you:
suffering as little as possible/focusing
on quality of life or living as long as
possible? What does this mean to
you?”
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The Role of Those Close to
the Individual
❖Involve family and other significant others as early as possible.
❖Discuss with the affected individual who can be involved in the process
and decision-making.
❖Inform about the role of a surrogate decision-maker.
❖If there is one, that person should be involved in conversations.
❖If there is not one, try to discern who the first point of contact should
be and how information gets passed to others.
❖Evaluate disease awareness and understanding.
❖Answer questions and clarify expectations on disease trajectory.
❖Discuss possible end-of-life decisions.
❖Pay attention to perceptions and emotions.
❖Ensure adequate support, education, and information.
❖Family dynamics may change over time.
(Piers et al., 2018)
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ACP When it is Difficult or Not Possible to
Communicate Verbally
❖Can be the most difficult time to discern care goals and
preferences.

❖Keep the affected individual as close as possible to the
conversation – ensure as much participation as possible.
❖Observe non-verbals, behaviors, and emotions.
❖Can help give direction to decision-making.

❖Actively involve family and other close contacts.
❖Can help tell the story of the affected individual.
❖Can help interpret the affected individual’s non-verbals and
emotions.

(Piers et al., 2018)
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Hospice
❖Hospice care is associated with increased comfort and quality
of life towards the end of life.
❖Focus on quality of life, comfort, and supporting individuals’
goals, wishes, and needs.
❖Dementia is a qualifying diagnosis for hospice care.
❖Prognostication is difficult due to variable disease trajectory.
❖Medicare requirement - “terminally ill” diagnosis and
anticipated life-expectancy of 6 months or less.
❖Often underutilized.
❖ACP can help identify those individuals who are appropriate
for hospice and increase hospice utilization.
❖Studies have shown that those with advanced directives are
more likely to utilize palliative care and hospice services.
(Bartley et el., 2018; Brinkman-Stoppelenburg et al., 2014; CaringInfo, 2022; Teoli & Bhardwaj, 2021)
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Documentation of Wishes and Preferences
Document the outcome of all ACP conversations
• Include values, wishes, or goals.
• Ensure any legal advance directive documents are available and easily
accessible.
• Evaluate documentation regularly.

Communicate preferences within the care team
• Also important with any transfers to other settings.
• Verbal or in writing – keep confidentiality in mind.

(Piers et al., 2018)
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The Conversation Project
❖The Conversation Project: A public engagement initiative of the Institute for Healthcare
Improvement (IHI).
❖Aims to help people “start the conversation” with loved ones about wishes for care at the end
of life, and start it early, so the conversation is happening at home instead of in a hospital.
❖Goal: “To help everyone talk about their wishes for care throughout the end of life, so those
wishes can be understood and respected.”
❖Provides free tools, guidance, and resources for anyone to use to be able to start the
conversations with their loved ones.
❖Website: https://theconversationproject.org/
❖Printable conversation starter guides
❖Information for families and health care proxies
❖Tools and guidance specific to dementia care
❖Resources for health care providers
❖Online course, framework, toolkits, research
(Conversation Project, 2021)
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The Conversation Project: Printable Guides

https://theconversationproject.org/wpcontent/uploads/2020/12/ConversationSt
arterGuide.pdf

https://theconversationproject.org/wpcontent/uploads/2020/12/ChooseAProxy
Guide.pdf

https://theconversationproject.org/wpcontent/uploads/2020/12/WhatMattersT
oMeWorkbook.pdf

https://theconversationproject.org/wpcontent/uploads/2020/12/DementiaGuide
.pdf

(Images and links from Conversation Project, 2021)
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IHI Educational Course
❖https://theconversationproject.org/resources/healthcare/
❖Click on “Online Course: Basic Skills for Conversations about End-of-Life Care.”
❖Free course –
❖Provides education and skill development to have end-of-life conversations with
residents and families.
❖Gives more insight into the Conversation Project and the materials it provides.
❖Sign up with IHI Open School (you will have to create an account - this is free).
❖Review course and materials (45 minutes – 1 hour).
❖Course evaluation and post-test.
❖Earn CE credits!
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Practice!
❖It is normal to feel uncomfortable – it takes practice!
❖Consider practicing conversations with co-workers.
❖Have an ACP conversation with your own family
members.
❖Utilize the Conversation Project materials
❖Practice using a values-based approach – what
matters to you?
❖Consider filling out your own health care directive, if
you have not already.
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Want to Learn More?!
❖Additional resources to learn more about advance care planning and end-of-life care:
❖Alzheimer’s Association - End of Life Decisions brochure:
https://www.alz.org/national/documents/brochure_endoflifedecisions.pdf
❖Caring Conversations: https://www.practicalbioethics.org/resources/caring-conversations/
❖CDC Advance Care Planning Course: https://www.cdc.gov/aging/advancecareplanning/careplanningcourse.html?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Faging%2Fadvancecareplanning%2
Fcare-planning-course.htm
❖CDC advance care planning public resources page: https://www.cdc.gov/aging/pdf/acp-resourcespublic.pdf
❖End-of-Life Nursing Education Consortium (ELNEC): https://www.aacnnursing.org/ELNEC
❖Honoring Choices Minnesota: https://www.honoringchoices.org/
❖National POLST Website – ACP: https://polst.org/advance-care-plans/
❖Minnesota Medical Association - POLST Minnesota:
https://www.mnmed.org/advocacy/improving-health-of-minnesotans/POLST-Communications
❖PREPARE for your Care website: https://prepareforyourcare.org/en/welcome
❖Respecting Choices: https://respectingchoices.org/
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Take Away Points
❖ACP is a conversational process, not just filling out documents or checking a box.
❖Completing a HCD, proxy, and POLST are a great end-goal.

❖Don’t shy away from the conversation – but be sensitive and respectful.
❖Know that this can provoke strong emotions and takes therapeutic communication skills to accomplish.
❖Utilize a team approach
❖Include providers, support services, etc.
❖Communicate!
❖Keep the resident in the center focus – this is about them and how they want to be cared for.
❖Recognize any biases you may have and try to set those aside.
❖Remember this affects families and other caregivers, be in-tune to emotions, questions, and concerns.
❖This is a marathon, not a sprint, and sometimes we even start over.
❖Make ACP part of the organizational culture.
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Incorporating at Ecumen®
Opportunities to Discuss ACP:
•

•
•
•
•
•

Admission: Find out what residents
already have in place
• Establish a trusting relationship –
show that the organization values
individualized care.
Nursing assessments.
Care plan meetings/reviews.
Changes in health status or new
diagnoses.
Care transitions.
Resident or caregiver requests.

At Each Discussion:
• Ask permission.
• Verify what is already known about ACP. Is
it still current?
• Assess disease awareness and capacity.
• Discuss care goals, values, wishes, etc.
• Explore care options, including hospice, if
appropriate.
• Provide education/resources.
• Are ACP documents completed? In the
chart?
• Provider visit needed?
• Document and communicate with the care
team.
(Dening et al., 2019; deLima Thomas et al., 2018)

Slide 40

Incorporating at Ecumen®
❖Provide education and materials:
❖Conversation Project materials
❖Health care directive
❖Disease-specific education
❖Involvement of family members/caregivers:
❖Establish early who the points of contact are/POA for healthcare
❖Make sure the resident consents
❖Involve in each conversation
❖Communicate regularly
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Documentation
❖The best way to ensure the care team has consistent
information to care for the resident.

❖Make sure all available ACP documents are in the paper
chart – and that Service Minder indicates they are in the
chart.
❖Includes: durable health care power of attorney, living
will, HCD, POLST
❖Make sure the “Medical Information” and “Assessment”
information in Service Minder matches and is up-to-date
with current care goals and wishes.

❖Document all ACP conversations.
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Documentation
❖Goal: Easy and efficient way to locate ACP conversations
❖Document ACP conversations and activities in the “Notes”
tab of Service Minder.
❖New Note Type – “Advance Care Planning (End of Life
Discussion)
❖ACP discussions with residents
❖ACP discussion with families/caregivers
❖Requests for documents/receipt of documents
❖Providing conversation aids materials to residents and
families/caregivers
❖End-of-life discussions or conversations about hospice
❖Care team communications specific to ACP
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Questions, Feedback, Ideas?
❖Project Team Members:
❖Project coordinator: Janelle Thoreson
❖Email: jmthoreson484@stkate.edu
❖Project site advisor: Sonya DeSmith
❖Email: sonyadesmith@ecumen.org
❖Project team member: Jana Gallinger
❖Email: janagallinger@ecumen.org
❖Project team member: Angela Stevens
❖Email: angelastevens@ecumen.org
❖Service Minder contact: Pat Wilcox
❖Email: patwilcox@ecumen.org
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Appendix G
Resource Document for Nursing Staff
Link to Institutes for Healthcare Improvement online course, “Basic Skills for
Conversations about End-of-Life Care.”
https://theconversationproject.org/resources/healthcare/
Instructions to access:
➢ Click on the above link
➢ Click on “Online Course: Basic Skills for Conversations about End-of-Life Care.”
➢ Sign up with IHI Open School (you will have to create a free account so they can send
you education credits).
➢ Review the course and materials (takes about 45 minutes – 1 hour).
➢ Complete the course evaluation
➢ Earn CEUs
The Conversation Project website: https://theconversationproject.org/
➢ The Conversation Project printable conversation guides (others also available on the
website):
o Your Conversation Starter Guide: https://theconversationproject.org/wpcontent/uploads/2020/12/ConversationStarterGuide.pdf
o Your Guide to Choosing a Health Care Proxy:
https://theconversationproject.org/wpcontent/uploads/2020/12/ChooseAProxyGuide.pdf
o What Matters to Me: https://theconversationproject.org/wpcontent/uploads/2020/12/WhatMattersToMeWorkbook.pdf
o For Caregivers of People with Alzheimer’s or Other Forms of Dementia:
https://theconversationproject.org/wpcontent/uploads/2020/12/DementiaGuide.pdf
If a resident wants to fill out a health care directive:
➢ Suggested form for Minnesota from the Minnesota Attorney General:
https://www.ag.state.mn.us/consumer/handbooks/probate/HealtCareDir.pdf
Links to additional resources (from educational session on advance care planning)
➢ Patient Self Determination Act (PSDA) of 1990: https://www.congress.gov/bill/101stcongress/house-bill/4449/text
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➢ Minnesota Statute 145C: Health Care Directives:
https://www.revisor.mn.gov/statutes/cite/145C
➢ MN Department of Health, Q & A about Health Care Directives:
https://www.health.state.mn.us/facilities/regulation/infobulletins/advdir.html
➢ Compete instructions for performing the ACE assessment, along with sample questions
and scoring: https://www.cmpa-acpm.ca/static-assets/pdf/education-and-events/residentsymposium/aid_to_capacity_evaluation-e.pdf

Additional resources to learn more about advance care planning and end-of-life care for
those who desire to learn more (some are free, some have associated fees):
➢ Alzheimer’s Association - End of Life Decisions brochure:
https://www.alz.org/national/documents/brochure_endoflifedecisions.pdf
➢ Caring Conversations: https://www.practicalbioethics.org/resources/caring-conversations/
➢ CDC Advance Care Planning Course:
https://www.cdc.gov/aging/advancecareplanning/care-planningcourse.html?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Faging%2Fadvancec
areplanning%2Fcare-planning-course.htm
➢ CDC advance care planning public resources page: https://www.cdc.gov/aging/pdf/acpresources-public.pdf
➢ End-of-Life Nursing Education Consortium (ELNEC):
https://www.aacnnursing.org/ELNEC
➢ Honoring Choices Minnesota: https://www.honoringchoices.org/
➢ National POLST Website – ACP: https://polst.org/advance-care-plans/
➢ Minnesota Medical Association - POLST Minnesota:
https://www.mnmed.org/advocacy/improving-health-of-minnesotans/POLSTCommunications
➢ PREPARE for your Care website: https://prepareforyourcare.org/en/welcome
➢ Respecting Choices: https://respectingchoices.org/
Advance Care Planning Project Pilot Coordinator Contact Information:
Janelle Thoreson: jmthoreson484@stkate.edu
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